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Paying to Care: 
The Financial and Social Impact of Childhood Disability on Family Life 
The benefits system recognises that both disabled adults and children incur extra 
costs because of their disability. Yet little is known about the nature and extent of 
these costs, particularly for children. This thesis discusses the financial, social and 
emotional costs to parents of bringing up a child with a severe disability. 
A total of36 focus group discussions were held with approximately 300 parents of 
severely disabled children. During these group discussions parents negotiated and 
agreed the minimum essential costs of bringing up a child with a severe disability. 
These data were used to construct budget standards, which were used to compare 
parents actual spending on disabled children and to investigate whether parents were 
able to afford to meet the budget standard. All the figures in this report have been 
up-rated by the Retail Price Index to year 2000 figures. 
The final stage of the study involved re-analysing the transcripts ofthe group 
discussions in order to explore the social and emotional costs that were also 
experienced by families. Throughout this study parents spoke about the love and joy 
they received from their child. They stressed that it was not, as one parent said, "just 
doom and gloom", nor was it about only giving. But parents also talked about the 
emotional costs and described the processes by which they, their families and friends 
reacted and adjusted to the needs of their child. The findings from this study suggest 
that, as parents struggle to reconcile costs with needs, they must also confront new 
and unexpected experiences. In so doing they construct a new paradigm of family 
life, within which relationships, ob!ig~t;6~~, aspirations, responsibilities as well as 
. :.',1:. . 
their own sense of self, have to befedefine'd . 
. ~ ........... , 
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CHAPTERl INTRODUCTION 
This thesis is a story of the unexpected. It began as an investigation of the financial 
costs of childhood disability, but it evolved into an attempt to understand, in ways 
that transcend money, how parents react and respond to having a severely disabled 
child. Very early on in this study it became apparent that the analysis and 
explanations of the financial costs provided important insights into how parents 
reconstruct their lives after leaming that their child has a severe disability. 
As this study will demonstrate, the financial costs experienced by parents are, of 
course, only one element of bringing up a disabled child. Throughout this study 
parents spoke about the love and joy they received from their child. They stressed 
that it was not, as one parent said, "just doom and gloom ", nor was it about only 
giving. But parents also talked about the emotional costs and described the 
processes by which they, their families and friends reacted and adjusted to the needs 
of their child. The data suggest that as parents struggle to reconcile costs with needs 
they must also confront new and unexpected experiences and in so doing construct a 
new paradigm of family life. Within this new paradigm, relationships, obligations, 
aspirations and responsibilities, as well as one's sense of self, have to be redefined. 
While the financial costs are extremely high, it is the emotional costs, the impact on 
family life and the seemingly inevitable sense of social isolation which parents find 
most difficult to deal with. Add to this the constant battles with professionals and 
bureaucracy, as well as public and family reactions to 'your' child who is disabled, 
and the harsh reality of daily life for these families becomes apparent. The 
approximately 300 families who took part in this study had many other things 
besides money to worry about. But the fact is that, on top of everything else, they 
did have to worry about money, or rather the lack of it. As this thesis will show, 
while financial difficulties are only one aspect of bringing up a child with severe 
disabilities, resources are of central importance as they shape and influence all other 
aspects of everyday experience. 
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The question is how to measure the financial costs of bringing up a child with severe 
disabilities? While the benefit system recognises that disability requires additional 
expenditure, little is known about the nature of the extra costs and therefore the 
adequacy of the benefits provided. This is, in part, because much ofthe previous 
research has concentrated on adults and not children. There are two notable 
exceptions: in the 1980s OPCS (Smith and Robus, 1989) and Baldwin (1985) 
conducted separate studies, both with the aim of examining the additional costs of 
childhood disability. However, these studies defined additional costs by measuring 
extra expenditure and, as Baldwin pointed out, additional expenditure reflects what 
parents are able to spend rather than what the child needs. The aim of this study is to 
turn this sequence on its head; first to establish minimum essential needs and then to 
use these as the basis for developing estimates of additional costs. 
This study has used consensual budget standards to attempt to determine a list of 
necessities, which are essential to maintain a given standard ofliving. In many 
studies that adopt a budget standards approach experts produce a budget standard by 
drawing up lists of necessary items, which are then costed out as a weekly basket of 
goods and services. The price of this basket represents the costs for a family to 
achieve a pre-determined standard of living. Within this study the experts were 
groups of parents who were brought together in a series offocus groups to discuss, 
negotiate and agree the minimum budget standards. The discussions with parents 
began with the clear premise that children with disabilities are children first and 
disabled second. As this thesis will clearly show, they share many of the problems, 
priorities and needs of children without disabilities. Therefore, throughout the 
research the minimum essential budget standards for children without disabilities, 
derived by a similar study conducted by Middleton et aI., (1994), are used as a 
starting point and a context for the discussions with parents. 
However, in order to exploit thoroughly the data generated by this study it is 
necessary to understand it in context, that is the wider debates which influence 
parents' and indeed society's attitudes to disabled people and children. Hence this 
thesis begins with three chapters which provide an overview of the relevant 
literature. The first of these (Chapter 2) provides a general overview of some of the 
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main disability issues. These include an examination of the language and definitions 
used to describe disabled people and the impact that these have on their everyday 
lives. What this chapter will demonstrate is that while there has been an important 
and positive shift away from purely medical understanding of disability towards a 
social model of disability, many parents of disabled children remain oblivious of 
such developments. This is partly because much of the discussion about disability 
focuses on the lives of disabled adults rather than children. The literature on children 
also marginalises disabled children, relegating them to a section on special help 
organisations or to impainnent specific studies. This chapter will explore the 
possible explanations for the omission of disabled children from the literature on 
disability and childhood and will suggest that one possible explanation for this is that 
disabled children's experience of disability is often interspersed with periods of 
illness. Therefore the physical aspects of disability are particularly important to 
parents of disabled children, as this is how they are introduced to, and become 
familiar with, the world of disability. 
Chapter 3 examines the ways in which the physical aspects of disability influence 
how individuals and society react to disabled people as wen as those associated with 
them. In doing this, the theories of stigma developed by Goffman (1963) are used as 
a starting point to try to understand the experiences of parents of disabled children. 
Other theories of the body will also be discussed in an attempt to explore the social 
framing of the physical body, and the ways in which the body and the ability of the 
individual to control it, influence social interaction. 
The focus of the final literature chapter (Chapter 4) narrows to consider the actual 
practical and everyday experiences of parents bringing up a child with a severe 
disability. The chapter begins by reviewing the issues and policies that directly 
affect parents of disabled children as these determine the help, support and services 
available to parents. The second section describes the diagnostic process 
experienced by parents and considers the implications this has for the future 
relationships with health and social care professionals. Section three examines the 
services available to parents and explores issues of quality, effectiveness and 
responsiveness, and section four explores the nature of the financial costs incurred by 
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parents because of their child's disability. The chapter concludes by exploring how 
bringing up a disabled child shapes the roles, responsibilities, aspirations and 
relationships of parents. 
Chapter 5 describes the research design and the methods used to generate the data 
and to construct the minimum essential budget standards. The instrumentation 
developed and used throughout the study will also be discussed. 
The findings produced by this study are presented in Chapters 6, 7 and 8. Chapter 6 
describes in detail the budget standards developed by parents alongside the rationale 
for their decisions to include some items and to exclude others. Chapter 7 explores 
parents' actual spending patterns in order to ascertain whether parents are able to 
afford to meet the level of spending suggested by the budget standards. The level of 
financial help available to parents of disabled children will also be discussed. 
Chapter 8 discusses the changes that parents of disabled children make to their own, 
and their families' lives in order to adjust to the challenges of bringing up a child 
with a severe disability. The implications of the lack of practical and emotional help 
and support are also analysed. 
Chapter 9 focuses on the ways in which parents reconstruct a new paradigm of 
family life that enables them to address the issues and challenges they encounter in 
bringing up a child with a severe disability with the same rights and opportunities to 
fulfil their potential as non-disabled children. However, if parents are to succeed in 
reconstructing their lives, national and local policies must deliver the help and 
support parents need. Therefore, Chapter 10 discusses the policy implications of the 
findings presented in this thesis. 
The Joseph Rowntree Foundation funded this study. The fieldwork with parents of 
disabled children was conducted during 1997 and 1998. The figures presented in 
this thesis have been up-rated by the retail price index to year 2000 costs. 
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CHAPTER 2 UNDERSTANDING THE MEANING OF DISABILITY 
2.1 Introduction 
The focus of this study is on the parents of disabled children and how they respond 
and adapt to bringing up a child with a severe disability. However, before it is 
possible to address some of the specific issues relating to children and disabilities it 
is necessary to understand the context in which these issues are located. Hence, this 
chapter discusses the importance of definitions of disability and explores how these 
have developed and continue to influence and shape the images of disabled people 
and their families. The aim of this chapter is to draw on this literature in order to 
highlight issues that will be of use in understanding the experiences of parents who 
have disabled children. 
2.2 Definitions of Disability 
What do we mean when we use the term disabled? Over the years many definitions 
and approaches have been developed to describe, explain and categorise disabled 
people. The problem with many of these is that they defme disability as a single, 
absolute and static condition, that is a person either is or is not disabled (Thomson, 
1997; Davis, 1995). However, the reality of the lived experience of disability 
suggests that far from being stable, the 'category' disabled includes a very diverse 
group of people. Thomson states: 
"the concept of disability unites a highly marked, heterogeneous group 
whose only commonality is being considered abnormal. " 
(Thomson, 1997:24) 
While disabled people may encounter similar barriers and difficulties, Wendell 
(1996:31) suggests that the main thing that they have in common is the way society 
treats them. Her personal experience confirms her review of the literature, which 
highlights the isolated and marginal position of disabled people in Western societies. 
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Davis (1995) offers an alternative understanding of disability. He challenges the 
binarism of the disabled/non-disabled definition and instead suggests a continuum of 
physical difference. 
"The problem is that the manner in which this society defines disability in 
fact creates the category. Able bodied or (temporarily able bodied) people 
safely wall off the severely disabled so that they cannot be seen as part of the 
continuum of physical difference ". 
(Davis, 1995:7) 
He goes further and states that disability is not an object, for example, 'a woman 
with a cane' but a social process that is the result of a set of social relationships and 
is socially constructed. For Oliver (1996) disability is all the things that impose 
restrictions on disabled people and therefore cannot simply be defined as, or reduced 
to, a part of the body "that doesn't work" (Marks, 1999). 
2.2.1 The implied meanings of definitions 
Zola (1993) points out that there is no neutral language when discussing definitions 
of disability. Definitions that go beyond the physicality of disability contrast starkly 
with that put forward in the 1986 Disabled Persons Act. This Act stated a disabled 
person is defined as a person with a mental, physical or sensory disability or a mental 
illness (Skelt, 1993). This definition implies that an individual is lacking a particular 
physical or mental ability, and leads Oliver (1990) to conclude that such 'loss based' 
definitions marginalise disabled people as they portray disability as a tragedy and, 
ergo, disabled people as victims. 
As well as categorising disabled people definitions of disability also have social, 
economic and political implications as they often bestow or remove value, as well as 
define the boundaries of what is and is not politically possible or socially acceptable. 
By defining an individual as lacking some fundamental attribute or as not being 
'normal' , definitions influence how society perceives and interacts with an individual 
as well as the social, political and economic status conferred on them (Davis, 1995; 
OIiver, 1984). For Barton (1996: 13) status is influenced by the cultural images of a 
group as well as the legal rights and protection offered to them. For him, the way in 
which individuals and groups are defined and categorised by their inabilities 
generates and perpetuates the marginal position of disabled people. 
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Many authors (Johnstone, 1998; Thomson, 1997; Oliver, 1996; Corbett, 1996; 
Barton, 1996; Morris, 1991) have challenged the negative language that is applied to 
disabled people and Johnstone (1998) points out that it was, and often is, a discourse 
ofloss and restriction rather than a language of inclusiveness. The differences in 
definitions of disability are more than 'just a semantic quibble' as they have 
implications both for the provision of services and the ability to control one's life 
(Oliver, 1993 :61). 
WendeII (1996) states that: 
"[qJuestions of definition arise in countless practical situations, influence 
social policies, and determine outcomes that profoundly affect the lives of 
people with disabilities. " 
(Wendell, 1996:11) 
Therefore the way in which disability is defined is important as it often determines 
an individual's right to many forms of assistance including health and social benefits, 
education, housing and equipment. Baldwin and Carlisle (1994: 11) illustrate this 
point by the following example. They suggest that if a child with cystic fibrosis is 
defined as sick rather than disabled, the family's need for practical or financial help 
may be less obvious than their need for medical help. In this way, they conclude, it 
is possible for definitions of disability to be used to allocate or ration goods and 
services. In examining definitions of disability it is vital to do as WendeII (1996) 
suggests and to look at who is 'doing' the defining and why they are categorising 
some people as disabled and others as non-disabled. 
For parents of disabled children definitions of disability are especially important as 
they often determine the extent to which family, friends and professionals recognise 
and accept the situation. WendeII suggests that it is not unusual for disabled 
individuals to be deserted by friends and even family members in the absence of a 
diagnosis. This is because diagnosis provides confirmation of the parents' and 
child's reality and is 'essential to keeping a person socially and psychologically 
anchored in a community.' (Wendell, 1996:12). People whose disability is 
unrecognised are frequently forced to keep up a pretence of normality and to 
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continue as if nothing was wrong rather than run the risk of being alienated by 
family, friends or society. 
2.2.2 Different models of disability 
In recent years there have been significant changes in the definitions of disability, 
which can broadly be summarised as a move away from a purely medical view to 
one that incorporates social, cultural, economic and political aspects (Johnstone, 
. 
1998). 
The medical model takes the biological reality of impairment as its fundamental 
starting point (Williams and Busby, 2000). In this model disabilities are the direct 
result of an individual's physiological, anatomical or psychological impairments, 
which are caused by disease, accidents or other 'personal tragedies' (Berthoud et aI., 
1993). The impairment is pathologised and the individual is seen as not being 
'normal'. The medical definition has at its centre the individual and any 
interventions, treatments and policies, operate on this level. Carnpbell and Oiiver 
(1996) also refer to this approach as the personal tragedy model. 
The medical approach to disability was virtually unchallenged until the 1970s and 
the work ofHarris (1971). Harris conducted a national survey of disabled people 
and from this work a threefold model of disability was proposed.! This model was 
refined by Wood (1975; 1981) and was accepted by the World Health Organisation 
in the 1980s as the means of classifying disability. It states that: 
• impairments are abnormalities of bodily structure and appearance and of organ or 
system function; 
• disabilities are restrictions on the perfonnance of those functions and activities 
which are characteristic of human beings; and 
• handicaps are disadvantages preventing the fulfilment of roles that are nonnal 
(depending on age, sex and social and cultural factors) for that individual. 
Harris did not include children in her work. 
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According to this definition handicaps are physical and/or social barriers, they exist 
outside the individual and are essentially the loss of opportunities to take part in the 
life of the community on an equal level with others (UN 1983:l.c.6-7).2 The UN 
definition represented an immense step fOIWard as it acknowledged that the locus of 
disability was not an individual. Rather society also has a role to play in the way it 
imposes barriers and limitations. 
There have been many criticisms of this definition; some argue that it is still too 
medical and that implies that it there is some universal, biological or medical 
standard of structure, function and human physical ability when this is not the case 
(Wendell, 1996). For others it is yet another imposed categorisation which fails to 
take account ofthe views of disabled people themselves (Johnstone, 1998). An 
alternative view is put fOIWard by Finkelstein (1981). He states that if the physical 
and social world were adapted for wheelchair users their disabilities would disappear 
and the able bodied would be disabled, thereby highlighting the fact that it is not the 
inabilities of an individual which determines disability but society. Halm (1986) 
goes further and says that: 
"disability stems from the failure of a structured social environment to adjust 
to the needs and aspirations of citizens with disabilities rather than from the 
inability of a disabled individual to adapt to the demands of society. " 
(Halm, 1986:128) 
In response to the UN definition disability groups such as UPIAS put forward their 
own definitions so that: 
• Impairment is lacking part of or all of a limb, or having a defective limb, organ 
or mechanism of the body; 
• Disability is the disadvantage or restriction of activity caused by a contemporary 
social organisation which takes no or little account of people who have physical 
impairments and thus excludes them from the mainstream of social activities. 
(upIAS cited in Oliver, 1990:11) 
2 Jolmstone (1998) states that the tenn handicapped is now seldom used in the disability literature 
and has been incorporated into the tenn disability. 
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Oliver (1983) makes the distinction between impairment, which he defines as 
'individual limitation' and disability, which is 'socially imposed restrictions' and it 
is these terms that will be used in throughout this thesis. 
2.2.3 Definitions of disability in relation to children 
In reviewing the definitions of disability it seems that disabled children do not neatly 
fit into either the category of disabled or children. Priestly (1998) points out that 
much of the current literature on childhood makes only a passing reference (if any) to 
disabled children while the disability literature seldom considers them. 
"Research on contemporary childhoods has margina/ized the experience of 
disability, while social model research on disability has margina/ized the 
experience of children. " 
(priestly, 1998:208) 
Accepting what Ienks' (l996) suggests, that the sociology of childhood has a 
relatively short history, it is not surprising that it has yet to include disabled children 
within its remit. However, by excluding disabled children such work reinforces their 
marginal position in society, as they are seen as disabled first and children second. A 
further example of disabled children's invisibility was a recent anthology of 
photographs and images of children (Holland, 1992). This book did not contain any 
pictures of a disabled child, although it had photographs of children who encountered 
a range of adversities; impairment and disability were notably only by their 
omission. 
An examination of much of the literature relating to definitions of disability reveals 
that it does not include disabled children per se. As mentioned above, the work of 
Harris in the 1970's excluded children from its frame of reference and Baldwin 
(l98S:6) suggests that until the early to mid 1970's disabled children were "an 
invisible group whose needs were assumed to be met by existing services." The 
Thalidomide Affair, which has been described in detail elsewhere (Read, 2000), was 
crucial in raising the profile of disabled children and of placing them on the policy 
agenda. For example, the public outcry and concern for children damaged by this 
drug led to the establishment of the Family Fund Trust in 1973 (Baldwin, 1985). 
However, although the profile of disabled children was raised from the middle 
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1970's onwards, the discussions were mostly confined to the services and additional 
help required. 
This situation has altered little. The wider discussions that are currently taking place 
about disability and rights and entitlements seldom refer to disabled children. One 
possible explanation for this omission is the possible reluctance of disabled adults to 
become involved in a debate in which the dividing line between illness and disability 
is not always clearly defined (see section 2.2.4). For this reason Baldwin and 
Carlisle (1994) observe that research on childhood disability remains largely focused 
on the specific illness or disease, because many disabled children, especially during 
their early years, are sick and ill. 
This view of disabled children was reinforced by the 1989 Children Act, which 
defines disabled children under section 17 (11). 
HA child is said to have a disability if the child is any of the following: blind, 
deaf, dumb, suffering any kind of mental disorder, substantially or 
permanently handicapped by illness, injury, congenital deformity or any 
other prescribed disability . .. 
(Skelt, 1993 :44) 
According to Middleton (1999:132), this definition of disabled children 
automatically defines them as 'children in need'. The Act goes on to state that: 
HA child is 'in need' if slhe is unlikely to achieve or maintain, or have the 
opportunity to do so, a reasonable standard of health or development without 
provision of services by a local authority . .. 
[1517 (10)(11)] 
For Middleton (1999) this means that disabled children are in need all the time and 
therefore treated as a separate 'category' of children. By defining them as 'in need' 
they do not have the same rights and entitlements as other non-disabled children. 
They are service users and the fact that their lives extend beyond the hospital, home 
or school is not acknowledged (Priestly, 1998). 
Finally, Voysey (1975) suggested that definitions are also important to parents of 
disabled children. This is because the way in which parents define a child's 
disability, including the language used, enables them to control the flow of 
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infonnation to family, friends and service providers and can help them to maintain 
an impression of conventional parenthood. For Philp and Duckworth (1982) the 
definitions adopted by parents are part of the process whereby they construct, as far 
as possible, a 'nonnal identity for the family'. 
Thus, defining disability is a complex undertaking that is further complicated by 
childhood. The above discussion on how disability is defined raises a number of 
important questions that will be addressed in this thesis. Specifically, how do 
parents of disabled children define disability and how do they react to the language 
used by professionals, family and society, to describe their children? As suggested 
above, definitions of disability are important because they not only confer status but, 
in some instances serve as keys to gateways to services and financial help. However, 
for parents of disabled children, definitions of disability may clash with their 
experiences and expectations of bringing up a disabled child. The definitions offered 
to professionals, friends, family and the public may differ and change and this study 
will explore whether parents do as Voysey (1975) suggested, and construct a range 
of different definitions of disability so as to enable them to manage better their 
public and private experience of family life. 
2.2.4 Disability and illness 
Hicks (1988), Furneaux (1988) and Voysey (1975) suggest that the experience of 
parents of disabled children is that disability overlaps with and is interspersed with 
episodes of illness. For them there is no clear dividing line between disability and 
illness and indeed many would agree with Parker, who, in her study of adults caring 
for a disabled partner, wrote, 
"I found myself puzzled by arguments that held that disability had nothing to 
do with illness. " 
(Parker, 1993:2) 
These views contrast starkly with those from within the disability movement who 
argue strenuously that disabled people are not ill, and that it is society that creates 
disabled people by imposing barriers. The rationale for separating disability from 
illness is to stress that many disabled people do not need ongoing medical care and 
that they are not 'globally incapacitated by their physical conditions' (Amundson, 
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1992:22). This separation of disability from illness rejects the 'sick role' (parsons, 
1958) which, for Agich (1995) means that: 
"the sick person is no longer responsible. . .. passivity is thus a normative 
expectation. especially in terms of the prescribed deference to professional 
authority . .. 
(Agich in Toombs et aI., 1995:130) 
Shakespeare et aI., (1997) suggests that labelling a disabled person as sick is a way 
of personalising disability and detracts from the commonality of the social creation 
of disability. This process legitimises discriminatory practice as attention is focused 
on the impairment rather than the person. Finkelstein (1996) has argued that to 
include the personal experience as well as the impairment is to dilute the 
effectiveness of the social model of disability. However, while French (1993) is 
aware of the concerns of Finkelstein and others, she stresses that the personal 
experience of disability, that is the particular impairment, is important and has to be 
included if disability is to be properly understood. 
Wendell (1996:20) criticises Arnundson for 'underestimating the proportion of people 
with disabilities who are either disabled by what 'we all recognise as an illness or ill as 
a consequence of disability'. She argues that being ill and or in pain can be part of the 
experience of being disabled. Denying the personal experience of disability leads 
Morris (1991) to state that disabled people collude in their own oppression as they are 
in danger of reinforcing the stereotype of the young healthy male paraplegic and 
excluding the diversity ofthe disabled experience (Wendell, 1996). 
Couser (1997), Wendell (1996), Davis (1995), Sontag (1978) accept that disability is 
separate and different from illness although they see it as related. Davis (1995) 
refers to the 'temporarily able' to draw attention to the fact that disability is not a 
static category, rather it expands and contracts. He quotes a disability activist who 
said, 'we are 500 million strong and growing. Come back in 20 years time and many 
of you will be with us.' (p. xv). Wendell (1996) says simply that unless we die 
suddenly, we all become disabled. This view is reflected in the following: 
"Everyone holds dual citizenship. in the kingdom of the well and in the 
kingdom of the sick. Although we all prefer to use only the good passport. 
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sooner or later each of us is obliged, at least for a spell, to identify ourselves 
as citizens of that other place. " 
(Sontag, 1978:3) 
For Couser (1997) disability and illness are often causally related. While they are 
conceptually different, the common sense difference is that illness is temporary 
whereas disability is permanent. 
The difficulty for parents of disabled children is that during the early years of their 
child's life, illness and disability tend to be linked. Unlike disabled adults who may 
resent the label sick because it disempowers them, many parents regard a diagnosis 
as a form of validation in that it recognises that their concerns were justified. For 
them at least the label 'sick' is empowering as it signifies that they will be taken 
seriously and given the help and support they need. For some parents a diagnosis 
also represents hope, as it means that perhaps their child's condition will improve 
even ifit is not cured. (The importance to parents of receiving a diagnosis is 
discussed in more detail in Chapter 4). 
One of the aims of this thesis is to ascertain whether parents of disabled children 
differentiate between the two worlds of illness and disability. In doing this it will be 
necessary to deconstruct the meanings that these terms have for parents and to 
establish the role of the personal experience of impairment. Philp and Duckworth 
(1982) stress the importance of clear terminology as an aid to effective 
communication. However, the question that arises is how parents achieve this, as it 
is often unclear when a child is sick or when that child becomes disabled. The terms 
and language used to describe a sick child are often very different from those used to 
describe a particular impairment or a person with a disability. This thesis will 
explore what happens if and when there is no shared language as parents struggle to 
find the words to communicate with professionals, families and others. 
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2.3 Attitudes to Disabled People 
How disabled people are perceived and treated by society is the result of a complex 
interaction of a myriad of factors. Indeed, as Grosz (1994), when exploring attitudes 
to and perceptions of women, points out: 
"Perception is not a science of the world. it is not even an act. a deliberate 
taking up of a position; it is the background from which all acts stand out. 
and is presupposed by them . .. 
(Grosz, 1994:x) 
Parents of disabled children are acutely aware of this because they are confronted by 
their own preconceptions of disability when they learn that their child is disabled 
(Iloysey, 1975). The stereotype that they might have held ofa disabled person is 
challenged as it conflicts with the hopes and expectations they have for their child. 
Suddenly a new perspective is forced on parents, which may clash with that of their 
friends and family as well as the wider society (parker, 1993). This thesis will 
explore how parents negotiate this change in attitudes for themselves as well as how 
they respond to others who remain wedded to their own particular view of disabled 
children and adults. 
In this context, the work of Grosz (1994) is highly relevant. Although she is 
primarily concerned with women much ofwhat she writes can be applied to the 
position of disabled people. A central theme of her work is that the position of 
women and in particular the female body cannot be understood ahistorically or 
divorced from the culture within which it is located. She suggests that historical, 
cultural and social factors do not only inscribe and mark the female body, but rather 
these factors actively produce it. This interpretation can also be applied to disabled 
people. Therefore, in order to explore attitudes to disabled people this next section 
adopts an explicitly historical perspective on the ways in which the disabled people 
have been treated and perceived. 
2.3.1 Historical context 
Davis (1995 :2) states that disability is not a minor issue that relates to only a small 
number of unfortunate people, rather it is part of a historically constructed discourse 
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that represents a way of thinking about the body under certain historical 
circumstances. Finkelstein (1981) suggests that in order to understand the attitudes 
to disabled people in our society we must consider this process of historical 
development. This section explores how disability was viewed over time in order to 
trace the development of current ideologies of disability. 
Albrecht (1992:36) points out that there have always been people who would have 
been described as disabled yet despite this we know very little about the response of 
societies to a particular individual (Oliver, 1990). While this is undoubtedly true, 
there is some indication of how disabled people were treated in the writings from 
classical Greece. These ancient texts lead Iohnstone (1998) to conclude that this 
period was both the historical and cultural starting point at which impairments were 
linked to social acceptability. He cites societies which left children with 
impairments or illnesses to die as examples of how such individuals were rejected by 
their communities. 
Barnes (1996) questions why societies practised infanticide and suggests that 
theories that explain this behaviour in terms of being necessary for the survival of a 
society (surplus population theory) fail to take account of other societies in which 
day-to-day existence was much more precarious. Some of these societies cared for 
children with impairments despite the pressures of everyday existence. 
In other societies impairment was, and still is, construed as sign of supernatural 
intervention. For some it was the manifestation of divine retribution for sins 
committed either by the specific individual or by their family. For example, in the 
Old Testament being blind, deaf, crippled, sick or diseased was a sign of having done 
something to incur God's wrath. In the New Testament people with disabilities were 
regarded as cursed or possessed by evil (Couser, 1997). Sin resulted in disability, 
which was therefore regarded as shameful (Davis, 1995; Radley, 1991). 
In other societies, impairment was regarded as the result of evil, witchcraft or devils 
(Evans-Pritchard, 1937). In these societies the individual on whom the spell was cast 
was either pitied for being unjustly treated or reviled because they were seen to 
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deserve their punishment. In either scenario the individual with the impainnent was 
distanced from society and excluded from some aspects of it completely. For 
example, an individual with epilepsy was regarded as being possessed by devils, the 
'cure' for which was spiritual purging so as to 'make clean' the individual. This 
remains the underpinning of faith healing today. 
Safilios-Rothschild (1970) and Shearer (1981) remind us that not all societies viewed 
impainnent in such a negative way. They point to cultures in which people with 
impainnents were regarded as gifted or touched by God. Instead of impainnent 
disabling an individual, it enhanced rather than diminished their status. However, it 
would be wrong to regard these individuals as being part of the' every day' world, 
and participating fully in their societies. Their enhanced status may have protected 
them from complete physical and social exclusion but these individuals were seldom 
fully integrated into their societies. They were often viewed as different and 
unpredictable, which meant they could not be trusted. 
Hanks and Hanks (1980) note that the responses to impainnents by societies were 
highly variable and were detennined by a range offactors. Barton (1996) divides 
these responses in two. The first is based on the mode of production, that is the type 
of economy, the need for particular fonns of labour, the amount of surplus it 
generated, and the way it was distributed. The second is the central value system; 
the social structure, including whether it is hierarchical or egalitarian, how 
achievement and success are defined, attitudes to age and sex, relations with 
neighbouring societies etc. For Oliver (1990) it is the interaction between the mode 
of production and the central value system that determines the response to 
impainnent. For example, if an individual was seen to be of use to society, that is, 
being able to contribute, they were 'accepted' (Wendell, 1996). However, if for 
some reason an individual was unable to do so they were at best regarded as 
irrelevant or at worse a drain on resources. As these individuals were not 'fit' to 
work they were viewed as having no place in society. 
Davis (1995) states that pre-industrial societies tended to treat people with 
impainnents as part of the social fabric, although this did not mean that they were 
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treated kindly, rather that they were tolerated. On the other hand, industrial societies 
instituted 'kindness', which resulted in segregation and ostracism for individuals 
with impairments. While this is something of a generalisation, the moving of people 
with impairments into institutions increased with the growth of industrialisation. 
Before this there was some 'state' intervention as evidenced by the Poor Law of 
1601 which admitted individuals with impairments to small hospitals (Barton, 1996). 
These hospitals represented a primitive safety net for individuals who did not or were 
not able to stay within their communities. The poor and the sick were housed in 
institutions whose regime was religious rather than medical. This form of care 
persisted until the late seventeenth and eighteenth centuries until the rise in 
industrialisation which resulted in the institutionalisation of many facets of society, 
including the care ofthe disabled. 
The above is in keeping with Finkelstein's (1981) three historical phases of 
disability. Phase one existed in the feudal and the pre-industrial revolution eras. 
During these periods disabled people were referred to as 'cripples,' suggesting that 
while they had a lower social and economic status, they were not segregated from 
society. According to Finkelstein there was not a group of 'disabled' people as such, 
since the systematic social exclusion of impaired people from economic production 
had not yet begun. 
Phase 2 begins with industrialisation and gathers momentum as the production 
process is increasingly geared to able-bodied workers. Individuals with impairments 
struggled to compete and were excluded from the labour market. However, the 
defining feature of this phase is the growth of asylums and institutions, which were 
designed to cater for those who could not compete in the new mechanised world of 
work. Many of these institutions were charitable organisations which differentiated 
between the deserving (those unable to work because of impairment) and the 
undeserving (those who were idle). Hevey (1992) states that in: 
"segregating disabled people from a work - based community to a needs-
based institution, the notion of dependency was put in place. The rise in 
institutions created specialist workers and the cure and care professionals 
were born. " 
(Hevey, 1992:15) 
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Phase 3 refers to the present day and is characterised by the fact that attention has 
shifted from the individual and the particular impairment to society and the barriers 
that exclude disabled people. Finkelstein' s (1980) model is a useful summary tool 
for examining the development of attitudes to disabled people. 
2.3.2 Perceptions of disability 
GIiedman and Roth (1980) state that: 
"[T} he label of disability carries with it such a powerful imputation of 
inability to perform any adult social function that there is no other descriptor 
needed by the public . .. 
(cited in Davis, 1995 :9) 
The point they made more than 20 years ago is that few people see beyond the 
impairment and that society does not allow a disabled individual to be anything other 
than disabled. When disabled people are successful, Fine and Asch (1988:12) 
observe that they are no longer seen as disabled. For Davis (1995:9) 'their disability 
has been erased by their success' and as a result there have been, and continue to be, 
few positive images of disabled adults. This same scenario is true for children and 
leads Johnstone (1995) to suggest: 
"[t} he stereotype of the disabled child is either that of the brave little lost 
boy/girl overcoming personal tragedy or a scheming malcontent determined 
to have revenge on society for the misfortune that has befallen himlher . .. 
(Johnstone, 1995:4-5) 
Hershy (1993) criticises the images used of disabled adults and children by the media 
which she argues projects a picture of helplessness. For her, telethons and other such 
charity events reflect the paternalistic attitudes found in society, which tolerate 
disabled people but at the same time prevent them from being first class citizens. 
The images portrayed reinforce the 'already devalued status of people with 
disabilities' and lead Hershy to raise a number of fundamental issues including the 
role of charity versus civil rights; cure versus accommodation; self-expression and 
self-determination; and the relationship between pity and bigotry. All these factors 
she suggests, combine to determine how disabled people are perceived and treated. 
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Hershy was a 'poster-child' in the 1970's and she describes herself as a 'cheerful 
victim' who 'Ieamed to act cute and grateful'. In considering how telethons and the 
public image of disabled people have developed she concludes that they remain 
'chillingly familiar'. 
"The sappy music, the camera close-ups of wistful faces, the voice-overs 
telling us about that person's dream to walk someday, the tearful stories told 
by parents "devastated" by their children's disability. " 
(Hershy, 1993:2) 
In her opinion telethons portray an archaic and gloomy picture of the disabled family 
member's role, and the role of the family in a disabled person's life. All the families 
are described as 'courageous' and all seem to bear total responsibility for the care 
and support of the disabled person. Hershy concludes that the disabled person is 
rarely if ever shown making any positive contribution to their family. In the 
television images, the disabled person's status is clearly (even if the word was never 
used) that of 'burden.' She argues that: 
"Disability is a private problem, demandingfaith and fortitude from families, 
demanding generosity from viewers, demanding nothingfrom the 
government, or from society as a whole. . .. the situation is presented as an 
unmitigated tragedy. " 
(Hershy, 1993:6) 
Hershy goes on to say: 
"I'm not trying to minimize the pain a parent might feel upon learning that a 
child has a disabling, even potentially fatal, diagnosis. There is a very 
natural grieving process that goes along with disability at any stage. ... for 
most of us, our losses, gains, sorrows and joys are simply part of a rich 
human life. The telethon works very hard to convince people that our 
suffering is extraordinary. This produces pity, confusion and 
misunderstanding. " 
(Hershy, 1993:6) 
The public images of disabled people imply that disability is a private and personal 
'problem' and therefore falls within the domain of individuals and families. This 
view is echoed by Fine and Asch (1988) who note that carers of disabled people are 
often referred to as saints, which is to imply that the disabled person must be a 
burden. The negative image of disabled people leads Davis (1995) to state that: 
"The average, well meaning 'normal' observer feels sorry for that disabled 
person, feels awkward about relating to the person, believes that the 
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government or charity should provide special services, and gives thanks for 
not being disabled (as in 'f cried that f had no shoes until f met a man who 
had no feet ') ... 
(Davis, 1995:1) 
In many telethons and other fund raising publicity material, Hershy (1993) suggests 
that the images used encourage viewers to project their own worst fears onto 
disabled people by tacitly raising the question 'imagine what it would be like if your 
child couldn't play baseball' (Hershy, 1993:5). The net result of these negative 
images for disabled people, as well as parents of disabled children, is that they are 
marked out as different and are either avoided or pitied (or both). When reflecting 
on her own experience of having a child with a severe disability, Curry, (1995:25) 
noted that many of those around her and her family expected them to behave in a 
certain way: to be brave or carefully grateful. They were described as 'exceptional' 
and thereby denied their ordinariness. By placing parents of disabled children in a 
separate category of families, society distances them from the everyday activities of 
family life such as going to work or eating dinner together. Services and facilities to 
enable families to perform these ordinary and mundane tasks are not provided, since 
they are not deemed applicable (Curry, 1995). 
Hevey (1992) and Bames (1996) have analysed the negative imagery of disablement 
and conclude that disability carries with it a threat to the quality oflife for the non-
disabled majority in the community. For Murphy (1987) this uneasiness is explained 
by the fact that: 
"The disabled serve as constant, visible reminders to the able-bodied that the 
society they live in is shot through with inequity and suffering, that they live 
in a counterfeit paradise, that they too are vulnerable. We represent a 
fearsome possibility . .. 
(Murphy, 1987:116-7) 
The negative images of disability give rise to judgements about the social 
acceptability of disabled people (Johnstone, 1998). Murphy (1987:112) describes 
the situation in which disabled people live in a state of liminality. For him disabled 
people exist in social suspension, in which they are neither sick nor well, dead nor 
alive. They exist in partial isolation from society as undefined, ambiguous identities. 
While Eisner (1993) does not use the term liminality she recognises that children 
with chronic diseases also experience social isolation and live on the periphery of 
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society where they are prevented from participating in everyday childhood activities. 
This thesis will consider the impact that this marginalisation may have on family life, 
as well as exploring whether parents themselves experience a state of liminality 
insofar as they are not regarded as 'normal' parents or 'normal' individuals simply 
because they have a child with a severe disability. The impact of the negative 
language and images associated with disability will also be explored to ascertain how 
these affect the feelings and experiences of parents of disabled children. 
2.4 Summary 
This chapter provides a context in which it is possible to locate and understand the 
experiences of parents bringing up children with severe disabilities. To do this it was 
necessary to explore the significance that definitions of disability have for disabled 
people themselves as well as for parents of disabled children. Oliver (1990) stressed 
that many of the definitions of disability are loss-based and imply individual tragedy. 
They set up images of disabled people as individuals to be pitied or cured, the 
definitions seldom convey that disabled people are citizens with the same rights and 
entitlements as people who do not have an impairment. And it is this world ofloss 
and tragedy that parents of disabled children suddenly fmd themselves. It is only 
gradual1y that parents discover that the public images of disabled people are at best 
partial and at worst inaccurate. Wendell (1996) reminds us that it is important to 
chal1enge definitions and to question who is defining disability in a particular way 
and why they are doing so. In doing this Grosz (1994) stressed the importance of 
history and culture in understanding perceptions and images, since it is only by being 
aware of how disability has been viewed over time that it is possible to understand 
current ideologies. 
However, as Zola (1993) points out, there is no neutral language when defining 
disability and this is part of the difficulty for parents. Their experiences of disability 
do not neatly coincide with those advocating the social model of disability, which 
French (1993) and others suggest ignores the physical and practical aspects of 
impairment. Equal1y as incomprehensible to parents are medical defmitions of 
disability which fail to incorporate the social and personal hopes and aspirations that 
al1 parents have for their children. This is because many parents of disabled children 
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simultaneously inhabit the world of disability and illness and as a result find 
themselves existing in a kind of no-m an's land, in which they and their children are 
pitied or ignored and the positive contributions of disabled children and adults are 
overlooked (Hershey, 1993). 
Therefore in order to explore more fully the experiences of parents of disabled 
children the next chapter will consider the physical and practical aspects of 
impainnent as well as how others in society react to them. In doing this, the ideas of 
Goffman on stigma will be used as a vehicle to discuss how and why parents and 
their children experience alienation and isolation. Theories of the body will be 
discussed and extrapolated to disability to ascertain if and how they can help to 
provide a context for the understanding of the experiences of parents of disabled 
children. 
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CHAPTER 3 DISABILITY AND THE BODY 
In reviewing the literature on parents of disabled children it became clear from 
parents' narratives (Toombs et aI., 1995; Eisner, 1993; Hicks, 1988) that the 
physicality of a child's condition was important in determining how they and their 
child were treated. There are many examples of parents describing the reactions of 
others when they first meet a disabled child: some ignore them, others recoil and a 
few greet and respond positively (Marks, 1999). Within these discussions many 
parents conclude that the physical attributes and characteristics of a child's 
impairment feature prominently in that they influence and direct everyday social 
interactions. Yet despite this, the social context of the physical body is hardly 
mentioned in the literature, as was demonstrated in the previous chapter. This is 
because advocates of the social model argue that disablement has nothing to do with 
the body or impairment (Oliver, 1996) and in the medical literature the focus is on 
the physical condition, that is the part of the body that does not work. This chapter 
draws on recent literature to explain more fully the experience of parents of disabled 
children by considering how the body influences social interaction. In doing so, 
some of the theories that explore the relationship between society and the body are 
discussed in terms of their relevance to parents of disabled children. 
3.1 Social Theories of the Body 
Wendell (1996) analyses the ways in which cultural attitudes towards the body 
contribute to the stigma of disability and to widespread unwillingness to accept, and 
provide for, the body's inevitable weakness. Thomson (1997) examines similar 
issues, suggesting that disability is a social construct brought into being by cultural 
rules about what bodies should be and do. They argue that it is the expectations of 
society that leads to the categorisation of those who deviate from the norm as 
'disabled'. While Davis (1995) accepts that we all compare ourselves to those 
around us, for him the concept of a norm is less a condition of an individual but is 
instead a feature of a particular society. He suggests that: 
" ... the problem is not the person with disabilities; the problem is the way 
that normalcy is constructed to create the 'problem' of the disabled person. " 
(Davis, 1995 :24) 
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In order to explore how representation attaches meaning to disability Thomson 
(1997) draws on the work of Goffinan, Douglas, and Foucault to inform her 
discussion of the intersections of body and culture. While Goffinan's theory of 
stigma is the only one to discuss disability directly, Thomson demonstrates how the 
ideas and concepts from other theories can be extrapolated and applied to disability. 
This chapter follows Thomson' s lead but widens the discussion to include other 
theories of how the body is perceived, as well as how it influences and is acted upon 
by society. 
3.1.1 Social classifications of the body 
In 1963 Goffinan first published his essay' Stigma: Notes on the Management of 
Spoiled Identify' which reviewed the work on stigma in order to ascertain what it 
could contribute to sociology (Goffinan, 1963:9). Goffinan begins this essay by 
noting the way in which the ancient Greeks defined a stigma as a socially devalued 
trait (Marks, 1999: 156). 
"The Greeks, who were apparently strong on visual aids, originated the term 
stigma to refer to bodily signs designed to expose something unusual and bad 
about the moral status of the signifier. The signs were cut or burnt into the 
body and advertised that the bearer was a slave, criminal, or a traitor - a 
blemished person, ritually polluted. " 
(Goffrnan,1963:11) 
Nettleton (1998) notes that Goffinan's definition of stigma is based on a distinction 
between virtual and actual social identities. Virtual social identity is based on 
assumptions and stereotypes that that assign certain attributes to individuals because 
oftheir appearance or behaviour. 
"The routines of social intercourse in established settings allow us to deal 
with anticipated others without special attention or thought. When a 
stranger comes into our presence, then, first appearances are likely to enable 
us to anticipate his category and attributes, his 'social identity '. ... the 
character we impute to the individual might better be seen as an imputation 
made in retrospect - a characterisation 'in effect', a virtual social identity. 
The category and attributes he could in fact be proved to possess will be 
called his actual social identity. " 
(Goffinan, 1963:14) 
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For Goffinan a stigma is an undesired 'differentness' from what was expected. He 
refers to those who do not deviate negatively from the particular expectations as the 
'normals'. One category of stigma is physical disability. Thomson (1997:31) sees 
the process by which someone is categorised as possessing a stigma as an interactive 
social process in which certain features are regarded not only as different, but 
deviant. The dominant views of what an individual should look like and how they 
should behave are reinforced, and those who fail to meet these expectations because 
of their stigma are deemed inferior. The characteristic or attribute on which the 
stigma is based is all-encompassing and subsumes the individual so that they become 
the stigma. For example, an individual who cannot walk becomes a 'cripple' and 
rather than simply affecting their ability to walk, the stigma transcends the physical 
condition and is assumed to affect all other abilities. 
In Goffrnan's analysis of stigma, of which physical features are but one example, he 
notes that most individuals possess some stigmatising characteristics rendering the 
idea ofa normal majority a myth. Given this, Thomson (1997) questions why some 
differences between individuals are not perceived neutrally and asks why are some 
characteristics seen to be more desirable and to have more social worth than others. 
Thomson also queries why some characteristics are stigmatising while others are not. 
She concludes that: 
"An historicist approach, for example, asserts that parents, institutional 
practices and various forms of art and communications media inculcate 
stigmatizing across generations and geographies. On the individuallevel, 
motivational and psychological explanations suggest that projecting 
unacceptable feelings and impulses onto members of less powerful groups 
establishes identity and enhances self-worth. " 
(Thomson, 1997:32) 
An example of how behaviour relating to differences becomes culturally accepted is 
Prendergast's (1992) investigation of girls' experience of menarche. Based on her 
study she argues that culturally organised embarrassment, negativity and secrecy are 
not only learned attitudinally, but are embodied in posture and corporeal demeanour. 
She cites examples of how shame is transmitted through: 
• discourse, including the language used as well as teasing and name calling; 
• social interaction, the way in which others behave and respond and; 
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• material organisation of school life, namely unhygienic and inaccessible toilets. 
Although Prendergast's work refers to one life event, it is possible to apply it to the 
experience of childhood disability. Narratives and accounts of parents detail how 
others respond to disabled children by treating them as different and in a way that 
suggests embarrassment. For example, when disabled children go to school, they are 
teased and ostracised by other pupils and sometimes avoided by other parents. 
Parents also highlight how the built environment makes life more difficult, for 
example the presence of steps into toilets which make access difficult for children 
with a range of impairments. The embarrassment and unease are not necessarily 
restricted to the child, but can also extend to include the mother and other members 
of the family (Dobson et aI., 1998). In this way, the work ofPredergast builds on 
that cited in the previous chapter which stressed the importance of language in 
contributing to the social worth of disabled people (Oliver, 1990; Zola, 1993; Davis, 
1995; Barton, 1996). 
The ideas relating to stigma and the cultural transmission of acceptable behaviour are 
echoed in the work of Douglas (1991; 1966). In 'Purity and Danger: An Analysis of 
Concepts of Pollution and Taboo', Douglas argues that there is nothing objective 
about what constitutes dirt or cleanliness. Dirt is: 
"Matter out of place, we must approach it through order. Uncleanness or 
dirt is that which must not be included if a pattern is to be maintained. " 
(Douglas, 1991:41) 
Thomson builds on this idea so that dirt is an anomaly that must be rejected in order 
to maintain a stable and recognisable world. Thomson states that, 
"One might combine Douglas and Goffman to assert that human stigmas 
function as social dirt. . .. like dirt, all disability is in some sense 'matter out 
of place' in terms of the interpretative frameworks and physical expectations 
our culture shares. Visible physical disability lies outside the normative 
ordering system and can only be included and comprehended under 
Douglas's classifications of 'aberrant' or 'anomalous' categories that 
accommodate what does not fit into the space of the ordinary. " 
(Thomson, 1997:33) 
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The example that Douglas (1991) gives of defining something as anomalous is the 
Nuer people of the Sudan who, 
"Treat monstrous births as baby hippopotamuses, accidentally born to 
humans and, with this labelling, the appropriate action is clear. They gently 
lay them in the river where they belong. " 
(Douglas, 1991 :40) 
Although Douglas is not specifically talking about disability, Marks (1999) finds this 
reclassification particularly insightful when thinking about disability. Marks draws 
parallels to show, at certain times and in some societies, disabled people, because of 
their impairments or bodies, were defined as non-or sub-human and treated 
accordingly, that is banished to institutions so as to remove them from society. By 
classifying disabled people as anomalous, particular behaviour is then not only 
rational but also necessary. 
Based on Douglas's work, Thomson (1997) identifies five ways in which societies 
can cope with disabled people (or what Douglas would caU anomalies). These are: 
• social groups can reduce ambiguity by assigning the anomalous element to one 
absolute category. This achieves a similar result as Goffinan's category, stigma; 
the whole person is defined as disabled despite the fact that the impairment 
affects only one aspect oftheir abilities. 
• elimination. The example Douglas gives is if the neck of a cock that crows at 
night is wrung, then the definition that dictates cocks only crow in the morning is 
maintained. For Thomson this method of coping with anomalous individuals 
opens up the debate about eugenics and disability. 
• avoiding anomalous things. For Thomson this is equivalent to the segregation of 
disabled people that occurred during the last few centuries and which continues 
in various forms today. 
• labeUing anomalous things as dangerous. Examples are the way in which 
disability and impairment are portrayed in film and literature when often the evil 
character often has some physical impairment. 
• incorporating anomalous elements into rituals. This process invariably involves 
separation and training which Murphy compares to much rehabilitative work, 
which specificaUy requires separation and training in order to leam to live life 
with one's new status, disabled (Murphy, 1988). 
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Finally, in thinking about how the body, especially one with impainnents, is 
classified, Goffinan (1963:35) highlights the importance of the meanings attributed 
to bodies which he sees as being detennined by 'shared vocabularies of body idiom'. 
A body idiom is a conventionalised fonn of non-verbal communication, which is by 
far the most important component of behaviour in public. Body idiom is shared 
social knowledge which refers to: 
"Dress, bearing, movements and position, sound level, physical gestures 
such as waving or saluting, facial decorations, and broad emotional 
expressions. H 
(Goffinan, 1963:33) 
The vocabulary of body idiom enables people to classify individuals hierarchically in 
tenns oftheir dress and how they look, as well as how they behave. For example, an 
adult or child who cannot control particular aspects of their body and perhaps 
dribbles or twitches, violates accepted behaviour and is placed in a lower category 
than someone who does not exhibit such tendencies. 
This thesis, therefore, will investigate whether the ideas and concepts included in 
Goffinan's theory of stigma and Douglas's theory of dirt can contribute to our 
understanding of parents experiences of bringing up a child with a disability. 
3.2 The Body by Association 
In examining stigma Goffinan (1963) notes that those who interact with individuals 
who are stigmatised become associated with the particular stigma. Goffinan calls 
these individuals "sympathetic others" (1963:33) and later the ''wise'' (1963:41). 
The wise are: 
"normal but whose special situation has made them intimately privy to the 
secret life of the stigmatized individual and sympathetic with it, and who find 
themselves accorded a measure of acceptance, a measure of courtesy 
membership in the clan. Wise persons are the marginal men before whom 
the individual with a fault need feel no shame nor exert self-control, knowing 
that in spite of his failing he will be seen as an ordinary other. " 
(Goffinan, 1963:41) 
Two types of wise person is identified. First, the nonnal person who becomes wise 
because they pass through a traumatic personal experience and secondly, those who 
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are related to the stigmatised person. Goffman notes that society often treats those 
who are related to the stigmatised individual in the same manner as that individual 
and this, he suggests, is why such contact is often avoided. For Philp and 
Duckworth (1982) this explains why parents and families of disabled children are 
avoided and left socially isolated. They observe that there is a good deal of evidence 
that parents of disabled children are disadvantaged because of the impact of 
dominant cultural attitudes towards disability and deviance generally. Birenbaum 
(1970) refers to this stigma by association as 'courtesy' stigma. He describes those 
who possess this type of stigma as both 'normal' and 'different'. 
"Their normality is obvious in their performance of conventional social 
roles; their differentness is occasionally manifested by their association with 
the stigmatised during encounters with normals . .. 
(Birenbaum,1970:196) 
Birenbaum suggests that those who experience courtesy stigma may behave in three 
ways. They may: 
• over-identifY with the individual who has the stigma; 
• deny all associations with the individual with the stigma; 
• find some way of achieving a balance so as to be simultaneously 'normal' and, 
by association, stigmatised. 
Birenbaum's description of how people behave implies that they have a choice, but 
Voysey (1975) argues that this is denied to parents of disabled children. Instead 
parents are expected to accept willingly their courtesy stigma and adapt their lives to 
it. Voysey suggests that parents do this by managing social interactions so as to 
create and project an image of a normal family and in this way she suggests parents 
manage social situations so as to avoid embarrassment for all concerned. 
Embarrassment comes from what Goffrnan (1963) calls "sticky situations" which are 
encounters between those he terms normals (non-disabled) and the stigmatised 
(disabled). Marks (1999) states that embarrassment and anxiety arise because non-
disabled people are uncertain how to behave and are fearful in case they become 
'polluted' (Douglas 1966) or contaminated by a particular impairment or disease. 
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The anxiety that Marks (1999) alludes to can to some extent be explained by a lack 
of understanding by non-disabled people of the experiences of disabled people. Here 
some of the ideas of Blacking (1977:7) prove helpful in that he suggests that all 
societies strive to achieve "shared somatic states" because these generate "true 
fellow-feeling." He goes on to suggest that these shared states generate sets of rules 
of behaviour and action that can be transmitted from one generation to another. 
Blacking's view of the body is very biological and this feature limits the degree to 
which his theory can be applied to our understanding of disability. Despite this, his 
concept of 'fellow-feeling' may transpose to parents' experiences of disability. This 
thesis will explore how parents of disabled children cope with the unsolicited 
attention directed towards their child's body because of impairment. It will 
investigate whether parents and children become isolated because people fail to 
understand or share their physical and social experiences of disability, and will 
explore how and to what extent parents manage' sticky situations'. 
3.3 The Body and the Need for Control 
The above sections discussed the need for individuals to control the body and to 
behave in a certain marmer so as to be accepted by society. The following section 
explores in more detail why the need to exert control over one's body is important. 
Goffinan (1963) suggests that in order to participate in social life an individual must 
be able to manage the body as this ability affects all social interactions as well as the 
social role an individual might attain. Physical control over one's body is also 
important to Douglas (1970:xiii) as it is seen as an expression of social control. It is 
society that constrains the way in which the physical body is perceived. She states 
that there is a continual exchange of meanings between the two kinds of bodily 
experience, the physical and the social, so that each reinforces the other. As a result, 
the body itself is a highly restricted medium of expression. Individuals who are not 
able, or choose not to control their bodies in a way that is acceptable to society, are 
regarded has 'breaking the rules,' in that they upset the social order and are therefore 
'punished' by society. With respect to disabled people this usually means they are 
avoided, ignored or become the subject of ridicule. 
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Foucault (1979) is also concerned with the mechanisms used to control the body but, 
unlike Goffman and Douglas, Foucault places the body in a historical context. By 
examining the body over time, Foucault asserts that the change from a feudal society 
brought about a disciplinary regime that systematically controlled the body so as to 
ensure that it contributed efficiently to the new industrial economy. This new regime 
rendered the body docile (Foucault 1979:137) and this idea leads Thomson to state 
that: 
"This concept of 'docile bodies' yields the rigid taxonomies so fUndamental 
to nineteenth- and -twentieth century Western science and medicine's project 
of distributing human characteristics in discrete and hierarchical relations to 
one and another. " 
(Thomson,1997:39) 
For Foucault the institutions that came into being manipulated the body and helped 
to reinforce the idea of an individual as a separate, isolated, and efficient machine, 
whose goal was self-mastery (Thomson, 1997). Those individuals who did not 
possess this control, such as the sick, were removed from society and placed in 
poorhouses. As this system of control developed, Foucault suggests that the role of 
medicine was primarily to contain by curing rather than to deliver aid. Thomson 
writes that: 
"This discourse, which classified the healthy body and the pathological body, 
focused on disciplining all bodies in the name of improvement. This 
instrumental view of the body as a productive, well-operating machine 
produced the idea of a norm, which Foucault calls a 'new law of modern 
society' and a principle of coercion, used to measure, classify, and regulate 
human bodies . .. , 
(Thomson,1997:39) 
The importance of the concept of the norm was discussed in section 3.1, but 
Foucault's interpretation of it is as a concept that was used to coerce and control the 
body is significant. Whereas prior to the industrial revolution characteristics which 
differentiated individuals were often prized, the new economic systems reversed this, 
so that conforming to the norm became much more important. The sick, impaired or 
different were not efficient contributors to the economy and so had to be managed 
and controlled in order to minimise disruption. 
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In Foucault's work the body almost disappears as a biological entity and instead 
becomes a socially constructed entity. The body is not only given meaning through 
discourse, but is constructed by it. Discourses are sets principles that underpin, 
generate, and establish relations between all that can be seen, thought and said 
(Foucault, 1973). The body for Foucault is not simply a focus of discourse, but 
instead it constitutes the link between daily practices on the one hand and the large 
scale organisation of power on the other. 
Finally, Turner (1992) is also concerned with how the body is controlled and 
regulated. He concludes that the institutions oflaw, religion and medicine are most 
concerned with regulating the body. While Turner acknowledges that the role of 
religion in regulating the body has declined, that played by medicine has increased. 
He observes that modem society has become more medicialised so that we look to 
doctors and science to control bodies in such a way that social order is maintained. 
As a result, Marks (1999) suggests that the disabled body is subject to much public 
scrutiny and control. Many authors question the degree of medical intervention that 
the disabled body is subject to and ask whether all of it is necessary (Murphy, 1987; 
Wendell, 1996; Thomson, 1997; Marks, 1999). They raise the question of whether 
rehabilitative therapies and other forms of treatment are for the benefit of the 
disabled person, or primarily aimed at rendering him or her more acceptable to the 
wider society. 
3.3.1 Civilising the body 
Elias (1978}1 is also concerned with the need to control the body so as to make 
behaviour more acceptable to society. He is interested in the reason why behaviour 
and manners have changed over time as well as how these have been reflected in the 
ideas about shame and decency in relation to the body. Elias was particularly 
concerned with the changes in behaviour that occurred in the medieval period which 
resulted in an increase in the attention given to body management and the control of 
bodily functions. Elias refers to this as an aspect of what he terms 'the civilising 
process.' 
Eli.s first published The Civilising Process in 1939 in Gennan. 
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Shilling (1993) developed these ideas and identifies three key progressive processes, 
which are discussed by Nettleton (1998:117). These are: 
• socialisation. Individuals are encouraged and expected to hide away their natural 
body functions, which are seen as distasteful and shameful. The body is no 
longer seen only as a natural entity but its social worth is recognised. 
• rationalisation. As individuals are seen as increasingly rational they are 
expected to control their emotions and behaviours. 
• individualisation. This, according to ShiIling, is the extent to which individuals 
see their bodies as encasing themselves as separate from others. 
Nettleton (1998) suggests that individuals who do not behave appropriately can 
encounter problems. For example, parents are expected to 'control' their children 
and to make sure they behave 'properly', but such expectations become 
problematical when parents are not able to do this because their child's behaviour 
breaks certain conventions. Are the parents as well as the children seen to be 
transgressing social norms and if so are they sanctioned accordingly? This thesis 
will explore whether parents are aware of the pressure to control their child's body as 
well as their behaviour and will examine the ways in which they respond to such 
pressure, as well as the implications it has for their social relationships. 
3.4 The Symbolic Nature of the Physical Body 
The above discussion highlights that the body is more than just a physical entity, it is 
drenched with symbolic significance (Turner, 1992). Douglas (1970) and Turner 
(1992) note that in all societies individuals are concerned with altering the body so as 
to change and improve how they are perceived. The surface ofthe body is regarded 
not only as the boundary of the individual as a biological entity, but as the frontier of 
the social self as well (Turner, 1992: 15). The adornment and public presentation of 
the body is a serious matter for all societies as these aspects are most directly 
concerned with the construction of the individual as a social actor. The way in 
which individuals choose to present themselves can differentiate them from those 
around. However, public presentation can also signify social position and identify an 
individual with a particular social group. In this way, the body can symbolise 
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belonging. This raises important issues for disabled people whose public 
presentations of the body may not conform to social norms. It also adds a further 
dimension to how disabled children are perceived. The expectation is that a new-
born infant is perfect (\1oysey, 1975), but how does society respond when this is not 
the case? How significant is an impaired body in constructing social identity both 
for the parent and the child? 
A concept that may prove useful in exploring this is Bourdieu's (1984) view of the 
body as an unfinished entity. Bourdieu accepts that the body has symbolic value and 
that in modem society the idea of self and identity are linked to the body. His 
. concern is in the processes by which the body is transformed by social relations into 
forms of economic, social and cultural capital. One of the key factors that influence 
the body is habitus. Bourdieu states that habitus is: 
..... an open system of dispositions that is constantly subjected to 
experiences, and therefore constantly affected by them in a way that either 
reinforces or modifies the structures. " 
(Bourdieu,1992:133) 
Smaje (2000) explains habitus as a, 
..... a kind of conceptual map through which individuals orchestrate their 
behaviour in socially competent ways, is inculcated in them by an 'implicit 
pedagogy' which operates from birth, often via learning the most mundane 
and 'obvious' of physical and social distinctions {inside/outside, male/female 
etc.}. In this sense, the principles of social life are embodied via the 
habitus. " 
(Smaje in Williams et aI., 2000:74) 
Hence the way in which people manage the body as well as the way others respond 
to them are part of habitus and are examples of the process by which the body is 
created and transformed by social action. Shilling (1993) develops the ideas of 
Bourdieu and agrees that the body is an unfinished biological and social 
phenomenon that is transformed by participating in society. For example, Shilling 
suggests that our style of walking etc. are influenced by our upbringing. However, 
one of the key differences between Shilling and Bourdieu is that Shilling believes the 
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body to be in a continual state of unfinishedness. This unfinishedness leads Shilling 
to the conclusion that the body is a project, 
" ... an entity which is in the process of becoming; a project which should be 
worked at and accomplished as part of an individual's self identity . .. 
(Shilling, 1993:5) 
One common body project is creating and maintaining a fit healthy body. The 
processes that can be brought about to transform the body are both biological and 
social practices. In each case the relationship between the body and society is 
reciprocal: society works on the body, just as the body works on society. Shilling 
incorporates the idea of risk and uncertainty into his theory and notes that as 
individuals are able to exert less control and influence over society, the body 
becomes a more secure site of power. 
"Investing in the body provides people with a means of self expression and a 
way of potentially feeling good and increasing the control they have over 
their bodies. If one feels unable to exert control over increasingly complex 
society, at least one can have some effect on the size, shape and appearance 
of one's body . .. 
(Shilling, 1993:7) 
If Shilling is correct, how does society treat individuals who do not appear to invest 
in their bodies? How do disabled people and parents of disabled children cope when 
their physical bodies do not provide a secure, reliable site over which they can exert 
control? 
3.5 The Body and Society 
Medical science has devised the means to alter the boundaries of our physical body; 
it can reconstruct parts of the body through plastic surgery, transplants and other 
medical procedures (Nettleton, 1998:100). The advances in medicine mean that 
what constitutes the body has changed so that the constraints and limits of the 
physical body are different to what they were only a few decades ago (Rucker et aI., 
1993). However, the irony is the more we are able to control, intervene and alter the 
body, the more uncertain we become as to what the body actually is (Shilling, 1993). 
Essentially the boundaries between the physical body and society are becoming 
increasingly blurred. 
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Turner (1992) suggests that we are moving towards what he refers to as a 'somatic 
society' in which the body constitutes the central field of political and cultural 
activity. The major concerns of society are becoming less to do with increasing 
production and more to do with the regulation of bodies. However, until quite 
recently references to the body were absent from much of the writing on disability, 
especially within the UK. As mentioned above, authors such as Oliver (1996) argue 
that disablement has nothing to do with the body, but others including Patterson 
(1998) suggest that a 'carnal sociology of the body' can be used to inform 
experiences of impairment. While Marks (1999) is aware that some social model 
theorists believe that impairment has: 
" ... no more relevance to the topic of disability than the study of sex organs 
has to the study of gender, or the study of skin colour has to the study of 
'race '. . .. to examine the causes or complex nature of impairment may be 
seen as implying a return to personal tragedy theory and the assumption that 
the impairment is the problem. " 
(Marks, 1999:114) 
However, despite these criticisms Marks concludes that to ignore impairments is to 
fail to understand fully the experience of disability. Williams and Busby (2000: 170) 
go so far as to state that disability theorists cannot altogether pretend that the body 
has nothing to do with disability. Thomson (1997) argues that omitting the body 
from discussions of disability allows the disabled person to be overlooked or treated 
. as a medical problem. She suggests that in order to overcome this, attention must 
move away from the body of the individual to the social framing of that body. The 
body must be recovered (Crouser, 1997) from the realms of medicine to inform our 
knowledge of the lived experience (Blaxter, 1976). As a way forward Williams and 
Busby (2000:177) call for a more pluralistic approach to produce 'situated 
knowledge' that is a development in thinking to include the interfaces of body, 
identity and society. They cite the work of Zola as: 
" ... a bold attempt to hold firm to the politics of disability while remaining 
free to explore its darker phenomenological waters. He wanted to place at 
the forefront of any discussion of disability the bleak realities of economic 
deprivation, disenfranchisement, and marginalisation while insisting on the 
continuing need to find a place for research in clinical rehabilitation and an 
interpretative phenomenology of the personal worlds of people with disability 
and chronic illness. Within this context the ontological reality of the 
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impaired body is central to the development of any social theory of 
disability. " 
(Williams and Busby, 2000:182) 
However, there are dangers of including the body within the sociology of disability 
in that it could prevent meaningful politics (Hallsworth, 1996) by focusing too much 
attention on the individual experience. But Thomson (1997) argues that not 
including the experience of the body in disability results in only a partial 
understanding of the issues, and in the opinion of Tbomson (1997) this means that 
disability remains a pathology rather than a form of ethnicity. While Zola (1988) 
disagrees that disability is a minority issue because it is something that will affect 
most people at some time, the point they both make is that disability is both a 
personal and public experience. Crow (1996:66) states that "keeping our 
experiences of impairment private, and failing to incorporate them into our public 
analysis" obscures the effects of impairments and presents an impression of 
homogeneity (Williams and Busby, 2000). The lived reality for disabled, as it is for 
non-disabled people, is one of variety. Hence, just as a range of policies, services 
and facilities is needed for people without a disability, a similar diversity in approach 
is required to meet the needs of individuals with a range of impairments and 
disabilities. The following chapter explores the lived reality for parents bringing up 
a child with a disability. 
3.6 Summary 
Within this thesis it is argued that the reason why the body, in both its physical and 
social manifestations, is important to parents is that their experience suggests that it 
is the physicality ofa child's condition that determines how society reacts to him or 
her. Hence, this chapter has explored the relationship between disability and the 
body in attempt to understand better the experiences of parents of disabled children. 
In doing this it has been necessary to discuss some of the social theories of the body 
in relation to disability. 
Goffman's (1963) work on stigma, which he described as an undesired differentness, 
is used to explore how disabled bodies have been classified in such a way as to 
devalue them and to deem disabled people inferior to those without impairments. 
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Thomson (1997) questions why differences between individuals are assigned values 
and suggests that by projecting unacceptable feelings onto those who are less 
powerful enhances self-worth. Within this discussion the ideas of Douglas (1991) on 
pollution, taboo and dirt are insightful and Thomson (1997) develops them to arrive 
at the concept of social dirt, which she applies to disabled people to understand why 
they are treated as 'matter out of place' . Classification, therefore, becomes a 
mechanism for creating social and indeed physical distance between a more 
powerful social group and those that it designates as less desirable. For Prentegast 
(1992) the process by which this occurs is through discourse, social interaction and 
the way in which we arrange our physical world. 
Goffman (1963) also noted that those who associate and interact with individuals 
who have a stigma also become stigmatised. These individuals he called the 'wise,' 
and Birenbaum (1970) developed the concept of stigma by association, which he 
termed 'courtesy stigma'. His work is criticised by Voysey (1975) who argues that 
parents of disabled children have no choice but to accept the courtesy stigma and to 
adjust their lives accordingly. One of the ways in which parents achieve this is to 
manage difficult situations so as to avoid embarrassment of all involved, that is their 
child, themselves and importantly other members of society. Marks (1999) suggests 
that some of the embarrassment stems from the fact that non-disabled people do not 
know how to behave towards those with impairments because in the words of 
Blacking (1977) they do not share the same somatic state and therefore lack true 
fellow feeling. 
Controlling the physical body so that it adheres to social rules is important as it 
affects how the body is perceived as well as how it is classified. Foucau1t (1979) 
discusses how the body has been controlled throughout history and Turner (1992) 
suggests that whereas in the past religion and the law have been used to control the 
body, medicine now serves this function. However, the body is not just a physical 
entity, instead it is loaded with symbolic significance (Turner 1993) and can signify 
social belonging and status. The difficulty for disabled people is that the body and 
self are often perceived by society as inextricably linked (Bordieu, 1984) and the 
value attributed to one is often transferred to the other. These problems for disabled 
people are compounded, ifas Shilling (1993) suggests, as individuals they are able to 
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exert less control and influence over society, their control over their body becomes 
more important. The dilemma for parents of disabled children is how to cope with 
and respond to these negative reactions to their children's physical and social bodies. 
The following chapter explores the world which parents confront when they are 
bringing up a disabled child. 
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CHAPTER 4 DISABILITY AND THE FAMILY 
4.1 Introduction 
Previous chapters have discussed disability in somewhat general terms by 
considering how and why disability is defined as well as the relationship it has to the 
body. These chapters provide the context for this chapter, the aim of which is to 
narrow the discussion by focusing on the actual practical and everyday experience of 
parents bringing up a child with a severe disability. Hence this chapter explores the 
issues encountered by parents of disabled children and highlights some of the 
difficulties they have to address. However, before doing this it is necessary to have 
an understanding of some of the policies that directly affect parents bringing up 
children with severe disabilities, as these determine the scope and limitations of what 
is possible as well as what is achievable. These are discussed in Section 4.2. 
Section 4.3 describes the process that many parents of disabled children undergo as 
they discover that their child has a serious impairment. Within this situation the 
relationship with medical professionals is explored and the impact that this has for 
parent and child are considered. Section 4.4 considers the services that parents and 
child come into contact with and considers issues of quality, effectiveness and 
responsiveness. Section 4.5 explores the experience of bringing up a disabled child. 
It is divided into four subsections, the first of which discusses some of the research 
on disabled children and examines the image of disabled children this has generated. 
The second subsection explores issues ofparenting and the third discusses the roles 
of mothers of disabled children. The final subsection 4.5.5 considers the impact that 
a disabled child may have on family relationships. Section 4.6 explores the needs of 
disabled children and their families. It suggests that one of the major difficulties that 
parents experience is a lack of financial resources and so the final section (4.7) 
discusses this issue in some detail. 
4.2 Policy Context 
There are more than 30,000 disabled children under the age of 16 in England and 
Wales. Recent work published by the Joseph Rowntree Foundation (1999) suggests 
that this is equivalent to a prevalence rate of more than 30 per 1,000 children. Their 
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findings show that most children have more than one impairment and a significant 
nwnber of families have more than one disabled child. Within each health authority 
it is estimated that there are approximately 250 families with disabled children. This 
is partly because improvements in technology and medicine mean that more babies 
are surviving, but they have complex health needs (Lawton, 1989). What these 
findings show is that there are significant numbers of families with disabled children. 
However, Read (2000) points out that until relatively recently disabled children were 
largely invisible, at least as far as politicians, policy makers and the general public 
were concerned. There was little information available about the circwnstances in 
which they lived and grew up, and in a very real sense the policies and initiatives 
aimed at helping disabled children and their families were developed in an 
information vacuum (Glendinning, 1983; Beresford, 1995). 
Up to and during the 1950s and 1960s many disabled children lived in institutions 
and were 'invisible' to all except their families and a few individuals involved in the 
medical or social work professions. This situation continued until the 1970s when, 
as already mentioned in Chapter 2, news about the effects of the thalidomide drug 
became public and for almost the first time disabled children and their families found 
themselves on the public agenda (Baldwin and Carlise, 1995). In addition to the 
thalidomide affair a number of public enquiries into the conditions within some of 
the institutions in which disabled children lived were conducted, and these exposed 
low and unacceptable standards (DHSS, 1969). 
In response to these and other events, policy initiatives were proposed that 
transferred the responsibility for short and long-term care from hospitals to local 
authorities. The 1970 Chronically Sick and Disabled Person's Act made local 
authorities responsible for a wide range of services for disabled people. This act was 
seen by Read (2000) as ground breaking because it represented a move away from 
hospital based care and as a result transformed service provision for disabled 
children and adults. 
Then in 1975 the Secretary of State at the Department of Health Social Security set 
up the National Development Group for the Mentally Handicapped. Tyne (1982) 
sees this committee as significant as it concluded that large hospital based care could 
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never provide disabled children with the necessary environment and support they 
needed to develop and grow. Instead, this committee advocated that disabled 
children, like all others, should be brought up at home with their families. The 
dilemma faced by policy makers was that in order for this to become a reality parents 
needed the services and support to enable them to provide the care required by their 
children at home. During the 1970s policy makers and service providers recognised 
that the necessary services would require additional funds as well as a reorganisation 
of service provision. Although some extra funds were made available and there were 
some changes in service delivery, there was chronic under investment, so that the 
improvements advocated were seldom implemented (Glendinning, 1983). However, 
despite these failings, Beresford (1995) points out that these policies and, indeed, the 
creation of the Family Fund Trust in 1973, officially recognised that parents of 
disabled children needed support and financial assistance from statutory agencies. 
A further change that occurred in 1970 was The Education (Handicapped Children) 
Act which gave Local Education Authorities responsibility for educating children 
with severe learning disabilities. The education of disabled children was also the 
subject of the Warnock Committee, which reported in 1978 (Read, 2000). It was this 
committee which introduced the concept of special educational needs and proposed a 
legal and procedural framework whereby provision was to follow need. The 
recommendations became law with the Education Act (1981). This Act continues to 
have great importance in the lives of disabled children and their parents as it 
introduced the process of' statementing'. Essentially this is a needs led approach 
were need should determine the type and level of provision. Once a child has been 
given a statement of educational needs the local education authority is legally 
required to provide the help and support as specified. However, when the Act came 
into force in 1983 no additional funding had been made available, so while there was 
a legal framework the process was difficult to access and implement (Glendinning, 
1983). It was not until 1994 that additional legislation introduced a new code of 
practice, which was intended to streamline the process and introduced time limits. 
This process has been and continues to be criticised by authors such as Marks 
(1999), who regard the 'statement of need' by an educational psychologist as placing 
parents in a vulnerable position with respect to professionals who retain the power in 
the relationship, making true collaboration more difficult, ifnot impossible. 
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The legislative documents and guidelines issued throughout this period recognised 
that parents had a role to play in the care of their disabled children to the extent that 
professionals were ca1led to work with parents as equal partners (Mitder and 
McConachie, 1983). However, for many families this was simply rhetoric; their 
reality was that they were left caring for their disabled children with inadequate 
services and resources. For the majority of parents the concept of partnership simply 
did not exist. This situation led Potts (1983) to suggest that radical changes were 
required in health, social and educational services. The agenda for change was 
driven by a number of issues, including the desire to improve services as stated 
above but, as Parker (1993) points out, the need to save money also brought about 
changes in service provision. She states that during the 1970s there was a shift away 
from: 
..... statutory provisions of services towards the roles and responsibilities of 
family members as the primary providers of community care. " 
(Parker, 1993:5) 
Ayer and Alaszewki (1984) found that care in the community all too often meant 
care by the family, and in particular care by the mother. In their study of services to 
mothers of children with mental health problems, they found that for these mothers 
care in the community was merely an abstract concept. What these mothers wanted 
was co-ordinated and appropriate services not care in the community, which 
effectively meant their caring alone. Twigg (1989) suggests that the reliance of care 
in the community on infonnal carers was not questioned, as they were seen as 'part 
of the natural background' and a source of support for disabled people that was taken 
for granted. Land and Rose (1985) note that care in the community brought about a 
change to compulsory altruism in that families, and especia1ly women, were 
expected to provide care for their relatives. Parker (1993) found that informal 
networks mostly consist offamily members and cites the General Household Survey, 
which found that while 13 per cent of people provide help to a relative, only four per 
cent help a friend on a regular basis. 
Da1ley (1998) reviewed community care provision and concluded that it was not a 
cheap option. She argued that it assumes that women are going to care and that as a 
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model of care delivery it is geared to the needs of the health or social care 
practitioner rather than the disabled person. She states that most of the care devolves 
to those closest to the disabled person as there is little evidence of other people 
becoming involved. The concern for many authors such as Dalley is that, with the 
increased life expectancy of disabled children and the increasing longevity of elderly 
people, more and more women are, and will continue to find themselves acting, as 
carers for a substantial part of their lives. 
There have been restructuring and other changes to health, social and education 
services such as the introduction of compulsory competitive tendering, contracting 
out, the reorganising of responsibilities and the growth in specialist teams across all 
three service providers (Middleton, 1999). Despite these changes (or possibly 
because of some) official reports have continued to express concern about the 
quality, appropriateness and reliability of services aimed at disabled people (Audit 
Commission, 1994). Services across the country have been found to be patchy and 
vary considerably in terms of quality, responsiveness and value for money (Read, 
2000). 
More recently there has been a move to include disabled children in mainstream 
services and facilities (Reiser and Mason, 1992; Social Services Inspectorate, 1994). 
The emphasis, at least in theory, has shifted to disabled children and their families 
having comparable opportunities to those of non-disabled children. This change in 
policy has been enshrined in the Children Act (1989) which states that disabled 
children are children first, with the same rights as non-disabled children and the Act 
requires providers to incorporate this approach into their services. However, 
Middleton (1999) points out that this act also defines disabled children as in need, 
and she questions the impact that this view of disabled children has on other policies 
and service provision. The partnership that the act calls for between services, she 
observes, is a long way from the reality of service delivery experienced by many 
disabled children and their families. 
Parker (1993) suggests that there is a lack of co-ordinated help from statutory 
services, which leaves families to cope without the support they need to provide a 
satisfactory level of care while at the same time juggling all the other demands of 
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everyday life. For example, many studies show that General Practitioners are 
unlikely to become closely involved in the care of disabled children (Glendinning, 
1983; Parker and Hirst, 1987) and when they do get involved parents tend to know 
more about the child's impairments that these medical professionals. This is 
particularly worrying for Parker (1993), given that many of policies call for General 
Practitioners to be more involved in delivering and co-ordinating care for disabled 
people. 
Essentially the changes in policy and in the provision of services to disabled adults 
and children are in part a reflection of the wider acceptance of the social model of 
disability discussed in Chapter 2. However, authors such as McConachie (1997) 
note that policy and services for children continue to be constrained by medical and 
educational models, although there is a growing resistance to research and practice 
that regards disabled children as burdens or tragedies (Goodey, 1992; Beresford, 
1994). Increasingly, policy and service providers accept that disabled children and 
their families are not passive consumers of services but instead they have an opinion 
and in most cases are able to express needs themselves (Marks, 1999). 
4.3 Diagnosis and the Relationship with Medical Professionals 
Earlier chapters have highlighted the importance of diagnosis for disabled people 
and their families. The experience of many parents suggest that comparatively few 
are told that their child has an impairment at the moment of their birth (Read, 2000). 
Instead many parents discover that there is 'something wrong' only as the child 
grows and develops (Marks, 1999). Although parents have suspicions and hunches 
that there might be a problem but part of their difficulties arise from the fact that the 
medical profession often dismisses their fears at least in the first instance (Philp and 
Duckworth, 1982). Toombs et al., (1995) state that: 
"Diagnosis, especially those that relate to serious illness, mean more to the 
parents than simply the identification of a particular disease state. " 
(Toombs et aI., 1995:6) 
Wendell (1996), in discussing her own impairment, describes how destructive and 
damaging it was for her to have doctors deny her symptoms and to dismiss them out 
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of hand, which undermined her confidence. Philp and Duckworth (1982) and 
Toombs et aI., (1995) suggest that parents undergo a similar experience, in that being 
told or even reassured that there is nothing wrong when they believe otherwise adds 
to their frustrations and worries about their child's health and well-being. Wendell 
suggests that the reason for this is that there is a conflict between what one knows 
and feels and what one is told. The basis ofthis conflict exists because patients, and 
in this instance parents, are not seen to have cognitive authority. Medicine, she 
argues, delegitimatises the experience of the patients and she states that: 
"Our own phenomenological descriptions are at best treated as weak 
evidence for the truth of medical and scientific descriptions. They are almost 
never treated as even weak evidence against a medical or scientific 
description of our bodies. " 
(Wendell, 1996:119) 
Parents are in an even more disadvantaged position as they report on symptoms that 
they themselves are not experiencing and so their opinions could be seen to have 
even less value, as they are one step removed. Marks (1999) comments on how little 
patients often are allowed to contribute to the assessment and treatment process and 
this, she suggests, is partly explained by the nature of medical training, which is 
designed to enable doctors to maintain some emotional distance from patients. 
Hence, the symptoms are, to an extent, disembodied and the patient becomes the 
symptom or condition in a particular hospital bed. 
Leder (1990) echoes this view and suggests that: 
"When the patient is conceived as a physiological machine diagnosis and 
treatment seek to address the observed lesion, the quantified measurement, 
more than a person living in pain. The patient's own experience and 
subjective voice become inessential to the medical encounter. " 
(Leder, 1990:146) 
While both disabled adults and parents of disabled children experience difficulties in 
obtaining a diagnosis, it remains important for a number of reasons. The principal 
one is that diagnosis is not only permeated with cultural and symbolic significance, it 
is often the gateway to services and help (Beresford, 1995). Wendell (1996) 
describes the wonderful sense of relief she had when she was finally given a 
diagnosis; she was no longer' a neurotic lady' and it gave her permission to slow 
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down and to be ill. Wendell found that having a diagnosis affected how other 
people, including friends and family, reacted to her; the sense of social abandonment 
that she had experienced disappeared, she was allowed to be ill and was accepted. 
This is because medical diagnosis is, in one sense, a complex form of social labelling 
and is indicative of the unequal power relationships between patient and doctors 
(Radley, 1994; Illich, 1977; Cassell, 1976). Parents of disabled children express 
very similar views of the diagnostic process, as they are often regarded as being over 
anxious parents whose concerns are unfounded (Hewett, 1970). They too 
experienced relief at being taken seriously when medical professionals investigate 
their concerns about the health of their child. 
While it is important to receive a diagnosis, the rnarmer in which it is delivered can 
have significant implications on how parents react and cope. Worthington (1982) 
found that when parents are told about the child's impairment, in this case mental 
handicap, sensitivity and understanding were required, but it was noted that these 
attributes were not always present. Marks (1999) states that insensitive disclosure of 
information about the nature of a child's impairment may create difficulties for 
parents in relating to their child, as it may set up false expectations and or concerns. 
The studies reviewed by Philp and Duckworth (1982) all conclude that the marmer in 
which parents are told about a child's condition is important and they found that 
many parents were simply too overwhelmed to absorb all the information given. 
Philp and Duckworth (1982) found that parents needed to be able to go back several 
times in order to find out the information they needed. They state that: 
"In summary, the research indicates that clarity, conciseness and adequacy 
of information both at the time of and shortly after birth or diagnosis can do 
much to ease the difficulties experienced by parents when they have to face 
up to what is bound to be unwelcome information . .. 
(philp and Duckworth, 1982:91) 
Strong (1979) examines some ofthe interactions between professionals and parents 
in his study of paediatric consultants and concludes that parents were not regarded as 
equal partners as advocated by the policy documents discussed above. Instead, the 
views and interpretations of doctors dominated interactions because they had 
technical authority and therefore the ability to control events. Although parents were 
acknowledged to be caring and competent they did not have equal standing, and it 
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was possible and commonplace to ignore their concerns and wishes when 
professionals deemed it necessary. Gliedman and Roth (1980) conclude that because 
of the unequal relationship between parent and professional the parent almost 
becomes a patient. The implication of a parent being transformed into a patient is 
that they become passive and in a sense are allocated the 'sick role' described in the 
previous chapter. The significance of this are that the parent is expected to behave as 
a patient, that is to be accepting of certain interventions and not to challenge medical 
authority. One aim ofthis research reported below will be to explore if and how this 
parent/patient transformation occurs. It will also consider the implications of the 
diagnostic process for the lives of parents and children. 
Previous chapters have discussed the negative images of disabled people. However, 
Wendell (1996:91) goes further and argues that disabled people symbolise the 
failures of western medicine in that they represent the limitations of knowledge. 
This, she suggests, may be one explanation why some health professionals are 
reluctant to deal honestly with disabled people and parents of disabled children, and 
admit that some conditions cannot be cured, and that occasionally lay people may be 
more knowledgeable than they are. The difficulty in diagnosing and devising a 
course of treatment is related to the uncertainty involved as the given condition may 
change rapidly. Winters (1997) describes how cardiac patients respond to the 
uncertainty of their conditions and this is outlined below. However, the situation 
described equally applies to parents of disabled children, who also experience 
uncertainty. In discussing the experience of cardiac patients, Winters (1997) 
describes an experience characterised by indecision or confusion about what the 
experience means or what actions should be taken. The situation changes over time 
and uncertainty is experienced for example: 
• during the onset of symptoms; 
• during the initial diagnosis period; 
• when making treatment decisions; 
• when adapting to therapies; 
• during times of symptom exacerbation or recurrence; 
• when thinking about the future. 
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Winters states that uncertainty is important because it influences the ability of 
patients (or indeed, parents) to make sense of symptoms and their ability to make 
treatment decisions, such as whether or not to pursue a particular course of treatment 
or to elect for surgery. The situation that Winters describes is easily transferred to 
parents' experiences, in that they are often left wondering what the best course of 
action or treatment is (Toombs et aI., 1995). Winters concludes that because of 
uncertainty the need for information varies over time and if medical professionals are 
to relieve feelings of uncertainty then they have to be prepared for these changing 
needs. 
Winters (1997) advises other health professionals to think of the meanings people 
attach to symptoms if they are to understand their behaviour. He suggests that the 
initial response of a patient, and indeed of a parent of a disabled child, is usually 
based on what other people have done in similar situations. The difficulty for 
parents is that they have very few, if any, comparable experiences to relate to and so 
their uncertainty may be even greater than that of 'patients'. Winters also notes that 
patients reported less uncertainty after receiving a diagnosis, as they had something 
they could name, a finding supported by Toombs et aI., (1995) and Read (2000). 
Finally, Winters also found that how patients think about their disease changes over 
time: initially it was the main focus oftheir lives, but eventually they learned to 
adjust to it so that it became something that lurked in the background. Events that 
shaped this transition were: 
• illness stability; 
• consistency of treatment regime; 
• comfort with the illness routine. 
The difficulty for parents of disabled children is that during the early years of their 
child's impairment the condition may not be stable and as a result several different 
treatment regimes may be tried. All of this adds to the uncertainty parents 
experience, and a question that this thesis will seek to explore is whether this affects 
the way in which parents adjust to having a child with a disability. 
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4.4 Services 
Previous research has found that having a child with a severe disability results in 
parents having substantial contact with health, social and educational services, which 
Read (2000) states is often in and of itself time consuming and frustrating. It is 
known that good services make a big difference to the quality of families' and 
children's lives (Haylock et al., 1993) as they can help to reduce stress (Sloper and 
Turner, 1982). Ballard (et aI., 1997) defines a good service as one that is perceived 
by parents as genuinely valuing and accepting their children. However, the converse 
is also true, in that services can also cause families problems if they are unresponsive 
and are not seen to meet the needs of the disabled child or hislher family. Beresford 
(1995) found that only half of the families in her study found their relationship with 
professionals positive and supportive, and that for many parents dealing with 
services was the most stressful part of bringing up a disabled child. In reviewing 
Beresford's work, Read (2000) identifies three difficulties that parents encounter in 
dealing with service providers: 
• a difference in opinion between the parent and professional about the needs of 
the child and the parent. There is also a reluctance by the professional to 
acknowledge the expertise of the parent; 
• a confused relationship, as there is no defined and agreed role for the parent. For 
example, parents may perform many functions, medical and other, and these may 
overlap with service providers. This can cause difficulties as roles and 
responsibilities may be duplicated. However, a further problem may arise from 
the fact that by performing such additional roles the parenting role may be 
overlooked and so the needs of the parent are missed; 
• lack of co-ordination between services. This is a major problem as there are 
often many service providers involved and this can cause logistical and practical 
problems. 
The difficulties described above appear to be an integral feature of health and 
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welfare systems and while there have been changes to provision aimed at achieving a 
more integrated and seamless service, the reality remains a fragmentary system 
(Baldwin,1995). Middleton (1999) in particular is especially critical of the changes 
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that she argues have reduced the capacity and ability of services to adopt a holistic 
and an integrated approach. For example, Middleton argues that contracting 
voluntary organisations to provide particular services encouraged voluntary 
organisations to develop separate services for disabled children in a similar marmer 
to statutory provision. Compartmentalising, she argues, allows service providers to 
"ignore" the needs of disabled children which are only ever considered in isolation 
and in a fragmented way: 
" ... specialist services are justified in the short term by the concentration of 
both physical and human resources. Children with similar impairments or 
challenging behaviours can be conveniently dealt with together at lower 
costs in the short term. There is nonetheless the failure to see the overall 
picture. Welfare has failed disabled children and needs afundamental 
reconstruction. " 
(Middleton,1999:138) 
Beresford (1995) found that parents agreed with this view, as many in her study 
argued that professionals and service providers did not understand their needs, and 
almost half said that they had to fight for things that their child needed. The 
difficulty for parents is that they carmot ignore professionals or service providers as 
their children need essential medical treatment. Also, Read (2000) points out that 
professionals are often the gatekeepers to other resources, which means they carmot 
be avoided. Indeed, the Audit Commission (1994) found that services for disabled 
children and their families are supplied by an increasing range of professionals and 
organisations, each of which conducts its own assessment before allocating a service. 
The implication ofthis for parents is that they have to undergo 'serial assessments' 
in order to access services. However, McConachie (1997) suggests that these 
assessments seem to exist in isolation, as they are not seen to influence the type or 
level of provision received by disabled children and their parents. This is because 
the services and help parents receive seldom satisfy all the needs the assessment 
identified. 
Services for disabled children have been and are acknowledged to be patchy (Audit 
Commission, 1994; SSI, 1994), with entitlement being linked to geographical 
location rather than need. The difficulty of the unequal distribution of and access to 
services means that parents are often unaware of which services are available to 
them. This lack of knowledge makes it difficult for parents to take control, as often 
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they know very little about the service provider and are reluctant to challenge the 
provision in case they 'upset the status quo' and lose what little help they have 
(Marks, 1999). Patchy services also increase the risk that families may fall between 
gaps in provision (Sloper and Turner, 1982; Baldwin, 1995). This pattern of 
provision increases stress especially at key transitional points in the young person's 
life. Key transition points are: 
• when the impainnent is diagnosed; 
• going to school; 
• changing school; 
• leaving school; 
• leaving home; 
• points when the child goes into hospital for treatment; 
• changes in treatment regimes. 
"At these crucial points, parents and children find themselves facing making 
sense of a new and anxiety-provoking situation which can have enormous 
personal significance and impact. In order to achieve a successful outcome, 
they have to seek out, absorb and apply fresh, often complex information. 
Entirely new problems present themselves and new routines have to be found 
for solving them. Because of the importance of the outcome, the stakes feel 
very high, the workload increases and so may stress levels . .. 
(Read, 2000:66) 
Evidence of patchy service provision is to be found in a report by Abbott et al., 
(2000) which examined residential placements for disabled children. This report 
found that there was wide variation in whether or not disabled children attended such 
schools. They also found that infonnation was not shared between social services 
and educational departments, and that there was a lack of understanding of key 
statutory provisions and duties, especially the duty of education departments to let 
social services departments know about disabled children attending residential 
institutions. 
A further difficulty is the problem of appropriate services for people from ethnic 
minorities (Begum, 1992; Shah, 1997). Chamba et aI., (1999) examined the services 
for minority ethnic families across the UK and found that these families also had 
contact with numerous professionals. The difficulties encountered by families were 
similar to non-ethnic minority families with the added complication of a language 
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barrier. The most serious problems families faced were delays in service provision, 
having to fight for services and lack of information, as well as the feeling that 
professionals lacked empathy. 
Mitchell and Sloper (2000) state that families with disabled children need accessible 
and relevant information. This is because information enables parents to manage 
services and situations and also helps them to cope. The provision of information 
about services and other supports that are available avoids parents feeling out of 
control. While information about services is empowering, a lack of information 
limits parental choice and options. However, many studies have concluded that 
parents' information needs often go unmet and many rely on informal sources of 
information and advice (Beresford, 1995). 
Finally, services aimed at disabled children are often just that, they provide help and 
assistance for disabled children. The problem is that in doing so service providers 
and professionals overlook the fact that essentially what they are doing is providing 
services for a family, as the child does not exist in isolation (Beresford, 1995). 
Many authors have argued that disabled children have to be given a voice and that 
their needs may not always coincide with those of their parents. The dilemma is how 
to find a balance in which the needs of the child and parent are met since, if parents 
are not supported, they may find themselves unable to continue caring because of 
their own physical or mental health needs (Read, 2000). This thesis will explore 
how parents cope with services and service providers in relation to their child's 
needs. The data will be analysed to examine whether the needs of parent and child 
are balanced, or whether the parent's needs are overlooked, and, if this is the case, 
what the effect of this is on both. 
4.5 Bringing Up a Child with a Severe Disability 
This section explores the experience of bringing up a disabled child and highlights 
some ofthe issues encountered by parents and other family members, including 
disabled children themselves. There are four subsections, the first considers 
previous research on disabled children, the second examines parenting and the third 
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explores the roles of mothers. The final subsection discusses the impact of a 
disabled child on family relationships. 
4.5.1 Research on disabled children 
As discussed briefly in Chapter 2, Priestly (1998) argues that research on childhood 
has marginalised the experience of disability, while studies that have adopted the 
social model of disability have marginalised the experience of childhood. As stated 
above, many of the studies that provide us with an understanding of the experiences 
of disabled children and their families have been conducted since the 1970s. Prior to 
this point only a limited amount of work had been done on the needs and 
circumstances of disabled children and their families (Hewett, 1970). It is important 
to realise that the majority of these studies were about professionals, the role they 
played and the implications for practice rather than the experience of either disabled 
children or their families. Philp and Duckworth (1982) state that the effect was: 
"to narrow the range of definition of family effects so as to implicate 
essentially personality and psychological processes within the family unit. " 
(philp and Duckworth, 1982:36) 
As suggested in Chapters 2 and 3, an implication of this approach was that it ignored 
the factors which influence how people react and behave in a social, cultural and 
political context. 
A key theme that runs through a considerable amount of this research is that parents 
and disabled children are pathologised (Darling, 1979; Vosyey, 1975). They are not 
regarded as members of 'normal' families and all their actions and motivations to 
varying degrees are seen as attempts to normalise their situation. However, within 
this research framework parents are in an impossible situation - if they try to 
overcome their child's impairment they are accused of 'well-disguised rejection' by 
pretending nothing is wrong. Conversely, if they focus too much on the impairment 
they are accused of neglecting the social development of their child's upbringing. 
For Vosyey, parents in many of these studies were danmed if they did and danmed if 
they did not, as whichever approach parents adopted to coping with their child's 
impairments resulted in criticism. 
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Other studies explored the feelings of guilt parents reported, which were often seen 
to be the main driving force for all their actions. Anything parents did was 
interpreted as an attempt to overcome these feelings (Thomas, 1982). Cantwell et 
aI., (1978) points out that some ofthe literature was also judgmental and blamed 
parents for their child's impairments (such as autism) or suggested that the child's 
problems came from a dysfunctional family. Thomas (1982) suggests that much of 
this research and practice was only interested in blaming parents and ignored the 
ways in which they try to make sense of, and come to terms with, their experiences. 
Thomas argues that in trying to find the pathological much of what is conventional 
was ignored, as it was thought to be impossible that the two could co-exist. 
Read (2000) links a new understanding of disabled children and their families to the 
establishment of the Family Fund Trust in 1973 and the research that was conducted 
using the information held by this organisation. She states that it was significant that 
for the first time the Family Fund Trust provided information about the needs and 
circumstances of families, as well as the inadequacy of supports available to them. 
Importantly, many ofthe researchers who worked on these data were from the social 
sciences rather than medical disciplines, and therefore, brought with them a different 
viewpoint. The research that was conducted via the Family Fund Trust placed 
parents at the centre of the studies so that their experiences as well as their views 
about the services they received and those that they wanted and needed, were 
included. The ethos of much of this work is summarised as: 
"The assumption here is that severe disablement almost invariably creates 
practical problems. Providing help with these can relieve stress on families 
and enable them to function, as far as possible, like other families. " 
(Baldwin and Glendinning, 1981:124) 
Within this research the emphasis was on the practical problems and their pragmatic 
solutions, as well as on understanding how and why parents coped in the ways they 
did. The guilt and blame which had previously dominated so much of earlier 
research was absent from these and subsequent studies. However, while the 
academic community has moved away from focusing on guilt and blame, research 
suggests that popular understandings and approaches to disabled children often 
remain locked within this paradigm. This study will explore whether parents 
continue to encounter these attitudes, and if so how they respond to them. 
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While there have been developments in our understanding of the experience of 
parents of disabled children, Priestly (1998) suggests that our views of disabled 
children remain tied to the idea that they are imperfect and 'not normal'. He writes 
that there are lots oftools to assess children's development and according to these 
they are 'judged against the normative yardsticks.' Depending on how they compare 
to the concept of normal development they are often seen as inferior, 'backward' or 
'developmentally delayed'. The idea of inferiority becomes part of a disabled 
child's life as they may be subjected to medical examinations and critical scrutiny, 
which suggest and reinforce the notion that they are not 'normal'. The critical 
scrutiny that many disabled children become familiar with is one of disapproval, and 
for Marks (1999) this can lead to the child developing a sense of shame and failure 
because they have not developed the way they should have. 
More recently the views and opinions of disabled children themselves have been 
incorporated into research studies. The work of Goode (1994) helps us understand 
more about the experience of disability from children's points of view. Other studies 
have also adopted this approach and it is now becoming more commonplace to 
include disabled children as respondents in studies. Including disabled children in 
this way is important as it recognises that disabled children are not passive, but 
instead accepts that they are active individuals who can and do affect the world they 
live in. 
4.5.2 The perception of disabled children 
Chapter 2 discussed how disability is portrayed in the media as tragedy and that 
disabled adults and children are often pitied rather than being treated as equals. The 
image of disability that many non-disabled people have is one of limitation and 
sorrow and of a life separate and different from that experienced by people who are 
not disabled. In a study conducted by Read (1985) she reported what one mother 
said about her child being regarded as an outsider, 
"People think of our children as something separate - when they think of 
them at all. They're not even in the same category as those who 've had a 
dramatic accident and become paralysed ... because you see, they were once 
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'real 'people and that's what makes the difference. If you were never 'real' 
then you're best left forgotten. " 
(Read, 1985:118) 
This perception of disabled children as a separate entity is pervasive, but Priestly 
(1998) points out that disabled children do not have disabled identities. They regard 
themselves as children first and foremost, it is society that constructs and imposes a 
disabled identity. This occurs in a number of ways. For example, OIiver (1990) 
notes that disabled children were often sent away to school with little thought of their 
emotional or social development. The only concern is with rehabilitation, which is 
seen to be the most important element of treatment (Murphy, 1987). Marks (1999) 
quotes Mason (1992) who comments on the effects of rehabilitation and suggests 
that as other children play, the disabled child does therapy, as non-disabled children 
develop, disabled children are trained. 
The sense that a disabled child has less worth than a non-disabled child is 
demonstrated in another study conducted by Read (2000). A mother is asked by her 
disabled daughter whether she had been disappointed when she gave birth to her. 
The child went on to enquire if she would have rather had a 'normal' baby. A 
situation and sentiment recognised by most mothers of disabled children. Read 
writes: 
"The growing child is gradually learning the value accorded to disabled 
children and adults within our society. Over time, everyday experiences 
suggest to her that she may be regarded as less than her non-disabled 
peers. " 
(Read, 2000:2) 
Narratives of destiny and dependence dominate many studies of childhood disability, 
to the extent that people are often surprised when disabled children behave as other 
non-disabled children (Toombs et aI., 1995). They misbehave, have tantrums, are 
funny and have the same aspirations to be astronauts and teachers as other children, 
yet these everyday and mundane aspects of childhood disability often go unrecorded 
and so our understanding of disabled children is focused largely upon heroic medical 
treatment, rehabilitation and pain. It is Priestly (1998) who reminds us that that the 
lives of disabled children extend beyond the home, school and the hospital, beyond 
the administrative category. 
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Finally, a further debate that influences our perceptions of disabled children, while at 
the same time instilling a lesser value on the life of a disabled child, is the debate 
about whether some disabled children should have the right to life and certain 
medical treatments. Firstly, the right to life is discussed by Marks (1999) within the 
context of prenatal screening. She notes that screening unborn children for 
impairment has become increasingly more common. Women within the UK are 
offered prenatal screening for Down's Syndrome among other impairments, and if 
the tests prove positive a termination is possible much later into the pregnancy than 
would be allowed if the child did not have an impairment. Marks argues that this 
practice devalues the life of a disabled child as well as that of a disabled adult. 
Secondly, there have been legal cases in Britain and the United States in which 
parents as well as professionals have argued that treatment should be withheld 
(Shearer, 1991). Tippet (1990) recounts how she had to fight to have treatment for 
her daughter when medical opinion was against it. These issues raise very difficult 
questions about the value of some human lives. Read (2000) states that these 
debates and cases devalue the lives of disabled children and make life difficult for 
those children that do survive as well as for their parents and families. The debates 
about the right to life and the entitlement to life-saving treatment are often linked to 
quality oflife issues. Those in favour of withholding specific treatments question 
the quality oflife the child will have. Those opposed suggest that these such 
questions are unanswerable because of the way in which our understandings of 
disability are constructed. That is, we, society and professionals, carmot imagine 
what it would be like to be disabled and are not therefore in a position to judge 
whether a life is worth living (Thomson, 1997). 
4.5.3 Parents of disabled children 
Parents with disabled children are often seen as 'different' from those whose 
children do not have a disability (Toombs et aI., 1995) and their differences is often 
used to categorise them as service users, heroic and self-sacrificing, or to pathologise 
them because of their child's impairment (Read, 2000). They become in a sense 
'disabled families' (Hewitt, 1970). Toombs and colleagues (1995) point out that 
many families try to reclaim 'normal' life but in order to do so they have to behave 
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in certain ways so as to avoid being pitied or ignored completely. Toombs et aI., 
(1995) and Becker and Silbum (1999) found that parents with disabled children 
change the way they view life so that they adopt a short to medium term perspective, 
living for today rather planning years in advance. This approach helps them to deal 
with the conflicting emotions they experience such as joy and sorrow, hope and fear 
and to find a balance that allows them to cope with the life events that confront them. 
Similarly, Brigg and Oliver (1995) found that parents of disabled children work to 
different time horizons than parents of non-disabled children. They state that: 
..... parent[s J looks forward to the child leaving home, becoming 
independent, perhaps marrying. This is how parental success is measured 
and is the reward for many years of caring and loving. The carer of a person 
with a disability can only see [their J task ceasing on death. .. 
(Brigg and Oliver, 1995:113) 
The process of coping and adjusting to having a child with a disability is made more 
complex because disabled children and their families, as well as coping with the 
impairment, have to deal with the hostile and patronising reactions of the public 
every time they go out (Sinason, 1992). Worthington (1982) reports that some 
parents not only had difficulty in dealing with the public but that they also found it 
hard to tell friends and family about their child's impairment because of their 
reactions to the news. Part of the difficulty for parents lies in the opposing views of 
their child held by themselves, family members, friends, and professionals. Parents 
of disabled children see their child, as a child, not a child with a disability but one 
with certain limitations: the public's perception of a disabled child (Beresford, 
1995), that is the impairment is seen to be absolute and to obliterate everyday aspects 
and aspirations of childhood. 
Many studies show that parents talk about their disabled child with love, pride and 
appreciation as well as highlighting the rewarding relationship between them 
(Glendining, 1983; Goodey, 1991 and Beresford, 1994). Murray (1992) notes that 
parents' perceptions change as they get to know their child because they grow to 
appreciate diversity and are more tolerant of differences (Clarke et al., 1989). In her 
study of disability Parker (1993) acknowledges that people who become disabled 
may have to renegotiate their sense of themselves as well as their relationships with 
others. This observation also applies to parents of disabled children whose role as 
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parents suddenly becomes more complex and demanding as they provide care. For 
example, Murray (1992) notes that quite often parents come to view themselves as 
allies of their children as they struggle to cope with the discrimination they 
experience and try to achieve what others take for granted. 
Parents of disabled children experience social isolation as they find that many of the 
social supports available to other parents are denied them (Baldwin and G1endinning, 
1981). For example, parents may be unable to attend mother and toddler groups or 
nurseries because they do not offer the specialised services their children require, or 
because they have to attend medical or other appointments. B1axter and colleagues 
(1991) found that women from ethnic minority groups experienced some of the most 
extreme isolation because they had to overcome cultural and language differences as 
well. Although there is a wide range of self-help and other support groups the 
majority of parents of disabled children do not join them and are left to manage on 
their own (Beresford, 1995). 
Parents' sense of social isolation and exclusion from the everyday world manifests 
itself in many ways. They are excluded from most forms of standard advice and 
continually fall into a 'special' category. With few exceptions parents of disabled 
children are not mentioned in childcare manuals, and at best they are relegated to a 
list of useful telephone numbers at the back of the book (Gregory, 1991: Marks, 
1999). Read (2000) states that when parents do participate in mainstream activities 
they are often left feeling that they do not fit in and that they are there more as a 
concession than a right. Marks (1999) links the social isolation parents experience to 
the high levels of stress they report. She states that: 
" ... instead offeeling supported by the environment, such parents are often 
compelled to enter a battle zone in order to attain information, assistance 
and services for their child. Further they are faced not with admiration for 
their child, but often with pity from others who see their child not as cause· 
for celebration but for sorrow. Finally, they may be compelled to witness 
their child undergoing painful or uncomfortable medical and rehabilitative 
procedures which disrupt the parent-child relationship. " 
(Marks, 1999: 178-9) 
Combining parenting and caring can be difficult for all involved as there are often 
tensions and confusions about the nature of both roles, and aspects of one can 
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overshadow the other (Becker and Silbum, 1999). Within their study of families 
involved in caring relationships Becker and Silbum reported that some carers felt 
resentment at their situations and their lost opportunities, while adult children 
disliked having to accept, or rely on, their parents for help and care. Parents of 
disabled children are often expected to provide the care required and, although most 
are willing and keen to be involved, some are concerned that they lack the skills and 
the expertise (Becker and Silbum, 1999; Read, 2000). There is often a considerable 
discrepancy between the public persona of competent carer able to cope with every 
eventuality and the reality of a worried and anxious parent. Becker and Silbum 
found that some parents were unable to voice these feelings even to their partners 
and instead continued to maintain the 'everything is all right illusion' (Read, 2000). 
An important aspect of caring for a disabled child was developing a routine and 
Becker and Silbum (1999) discuss how this helps parents to manage the varied tasks 
they do. These tasks include physical care and monitoring as well as managing their 
fears and frustrations and handling the adjustments required by other family 
members, some of whom may be resentful (Morgan, 1996: 1 05). 
To do this parents draw on their own emotional resources and exert emotional 
control in order to suppress their feelings and worries (George, 1994; Chaemaz, 
1983). The difficulty for parents is that, in part, the task of caring involves trying to 
maintain what Wendell (1996) refers to as the 'discipline of normality', that is to 
proceed as if there are no problems and everything is normal. However, this puts a 
strain on all those involved and can often result in the carers' , or in this case the 
parents', becoming ill. 
A further difficulty for some parents is the language used to describe their children's 
impairments. Marks (1999) found that parents often do not use the 'politically 
correct' language, rather they will use the most appropriate terms that will help them 
secure the help or services they require. In short, parents tend to make very 
pragmatic decisions about their choice of definitions and terms and this is sometimes 
at odds with the language used by professionals and disability activists and can lead 
to confusion and frustration for all involved. Parents may come to feel even more 
isolated because they seem to speak a different language to professionals, who are 
adept in the use of the prevailing ideologically sanitised terminology. 
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4.5.4 The experience of being the mother of a disabled child 
Beresford's {I 995) national survey of 1100 households with a disabled child found 
that in 96 per cent of cases, it was the mother who was responsible for providing the 
bulk of the care required. This finding is supported by other studies that have 
reached the same conclusion (Baldwin and G1endinning, 1983; Glendinning, 1991, 
1983; Parker and Lawton, 1994). Mothers are also more likely than fathers to take 
responsibility for balancing the needs of different family members and in making 
sure they are well and happy (Graham, 1985; Morgan, 1996). 
Beresford (1995) explained the differential roles of mothers and fathers by the fact 
that fathers were more likely to be in paid employment than mothers and were 
therefore not available to help. However, Beresford also found that even when 
fathers are unemployed or at home, the division of labour of caring is not evenly split 
because mothers and fathers do different tasks. The majority of the day-to-day 
practical caring tasks, as well as the bulk ofthe organisation, are done by the mother. 
According to Atkin (1992) fathers tended to take on some of the personal and 
practical aspects of caring and also tasks related to leisure activities. Other studies 
have reported similar findings in that fathers seldom become as involved in the care 
of disabled children as mothers and that when they do they carry out the more 
pleasurable tasks (Wilkin, 1979; Cooke, 1982; G1endinning, 1985). However, this 
finding is challenged by the Beach Centre (2000) in the United States and according 
to some of the recent research they have conducted fathers are equally involved as 
mothers in the care of their disabled children. This particular finding has yet to be 
replicated by other studies but what is clear is that there is much more known about 
the role and experiences of mothers in bringing up a disabled child compared with 
fathers, as is evidenced by the studies discussed below. 
Read (2000) has conducted one of the most recent studies that has examined the 
roles and experiences of mothers of disabled children. Her book is subtitled 
'Listening to Mothers' and it builds on her work over the past 20 years with mothers 
of disabled children. Central to this book is a small study of 12 women from the 
West Midlands who Read interviewed in order to explore their perspectives and also 
the ways in which they attempt to represent their children to the world. Read also 
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considers the interactions and relationships with professionals, other family members 
and the wider social context. While previous studies such as Vosyey (1975), 
Beresford (1995) and Baldwin (1985) have contributed greatly to our understanding 
of the experiences of mothers this study adopts a more sociological approach and 
gives centre stage to the feelings and experiences of mothers in a way that the 
previous studies have not. Because of this approach Read's work is drawn upon 
extensively in this section. 
Throughout Read's work and in particular in her study of the West Midland mothers, 
she found considerable common ground between the experiences of mothers of 
disabled children regardless of their socio-demographic background. Common 
issues confronted all the mothers, the first of which was hearing and coping with the 
news that their child was disabled. 
"Whether at birth or later, ifa woman finds herself the mother ofa disabled 
child, there are of course many and varied reasons why she many feel 
distressed, confused and anxious. One source of stress is that she may need 
to learn quickly how to meet her child's quite complex needs for care and 
assistance and take responsibility for tasks which hitherto were outside her 
experience. The evidence is that in this daunting and frightening situation, 
the majority of mothers simply find a way of getting on with it and embark on 
a pattern of caregiving that changes them and their lives irrevocably . .. 
(Read, 2000:54) 
However, it should be noted that as Glendinning (1983) suggests, not all women feel 
the initial shock and unhappiness that many studies have reported. Indeed, 
Glendinning reminds us that some mothers have an impairment themselves and so 
have a context within which to relate their experience. Read (2000: 107) suggests 
that in many respects the ways in which mothers of disabled children have been 
portrayed can be seen as 'distilled and magnified versions of accounts of motherhood 
more generally'. She goes onto argue that,just as our understandings of mothering 
per se have not always served all women well, as often what is presented is only a 
snapshot of particular aspects of their roles, the same is true for mothers of disabled 
children. Our understandings of these women are often informed by the situation in 
which they are observed, (for example, within a hospital, as a service user or a 
member of an administrative category). What Read does is to remind the reader of 
the family context in which mothers of disabled children live, and by being cognisant 
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of this a new understanding of mothering emerges, which is just as inspiring and as 
flawed as the mothering of children who are not disabled. 
There are many stereotypes of mothers in general and those of disabled children in 
particular. The self sacrificing angel and the over indulgent mother who is really 
satisfying her own needs at the expense of her child's independence was referred to 
above in the earlier studies by Vosyey (1975). Read notes that these stereotypes can 
apply to all mothers but she suggests that they especially limit our understanding of 
mothers of disabled children. For example, it is necessary for many mothers of 
disabled children to care for longer and at a higher level of intensity than mothers of 
non-disabled children. Read states that: 
" ... if we analyse this relationship predominantly in terms of the personal 
attributes and inclinations of those individuals involved, rather than 
understanding it in part at least as the outcome of specific social processes, 
the stage is set for casting the mother in the role of self-sacrificing angel, 
over-possessive demon or other, milder variants on the same theme. " 
(Read, 2000: 1 09) 
Many women who bring up disabled children play a very important role that extends 
beyond the home into the outside world. For many, their role as mother continues 
for much longer than it would if their child was not disabled, and although the nature 
of the relationship between mother and child will change, the opportunities for each 
to live independently are much lower (Hirst and Baldwin, 1994). 
Other authors, such as Beresford (1995) and Baldwin (1985), have documented the 
ways in which the role of mothers of disabled children extends into the realms of 
carer and nurse. However, the particular contribution of Read (2000) is to identify 
the role of mediator that the mother of a disabled child also performs. She states that 
mothers saw themselves as having to adopt the role of mediator, that is a buffer 
between their children and other people and institutions. Read reports that mothers 
often told how they initiated and managed difficult and sometimes painful 
renegotiations of their children's position. This might be with family or friends, in 
public places or in relation to formal institutions. 
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These mediation and explaining roles were identified as very demanding and 
upsetting. Mothers undertook this task for a number of reasons, but mainly to 
protect their child from the harsh and often unjustified interpretations of 
professionals and others. Mothers wanted to ensure that the image the world 
constructed of their children was accurate and balanced, in that it consisted of not 
only the impainnents but the child's abilities as well. Their explaining work also 
included other family members who needed to understand why certain things did or 
did not occur. Sometimes service providers and professionals needed to be reminded 
of a more accurate image of their child, and mothers found this particularly 
frustrating as these were the people who were supposed to be infonned and helpful. 
While the harsh reactions of the public were difficult to deal with, many mothers 
accepted that this was the result of ignorance. It was nevertheless hurtful for them, 
their child and other members of their family, and these reactions served as a 
constant reminder for themselves and their disabled child of the inferior position they 
occupy in the world. 
As mentioned above (Section 4.3), one of the consequences of being a mother ofa 
disabled child is that there is frequent interaction with professionals and service 
providers. The corollary of this, according to Priestly (1998) is that disabled 
children and their families are under additional scrutiny compared to families 
without disabled children. The boundaries between what is public and private often 
become blurred and issues and events that would remain private within most families 
become public. While the majority of the mothers in Read's (2000) study were 
aware that their mothering was under constant scrutiny, some found this to be an 
added strain on family life and were resentful that they had to justifY and explain 
everyday, mundane decisions and actions. 
The isolation that families experience as a result of their child's impainnent has been 
discussed in section 4.4. Read explains how and why mothers in particular 
experience isolation: 
"As she gets involved in a close relationship with her disabled child, it may 
become apparent to the woman that the two of them are not seen as having a 
rightful place in the world to which she had hithel10 assumed that she 
belonged. The things that many others do and take for granted no longer 
66 
seem to apply. Such things are suddenly beyond the reach of her and her 
child and they begin to find themselves in the category of the marginal and 
the exceptional in almost all respects ". 
(Read, 2000: 116) 
The mother often finds that there is no-one around who can understand her situation 
or feelings and that there is no-one to offer advice or to listen to her concerns. Her 
sense of isolation and 'differentness' is reinforced by her lived experience, which is 
not the same as other mothers of non-disabled children. Mothers of disabled 
children have additional worries, more interactions with health and social 
professionals and often have to perform tasks that mothers of non-disabled children 
do not. Although it is the child who actually has the impairment, mother and child 
present an inseparable image and so the mother shares in the child's experiences. As 
Winnicott (1964) wrote, 
"/ once risked the remark, 'there's no such thing as a baby' meaning that if 
you set out to describe a baby you are describing a baby and someone else. 
A baby cannot exist alone but is essentially part of a relationship . .. 
(Winnicott, 1964:88) 
The impact of having a disabled child on the mothers' physical and psychological 
health has documented by Beresford (1994). The strain is such that Beresford 
describes how families in general and mothers in particular manage to keep things 
going by achieving a fragile balance between their child's needs and their own well-
being. This, Beresford notes, is very easily upset and perhaps highlights the needs 
for services and help to be appropriate and sensitive to the families' needs. 
4.5.5 The effect on relationships 
The presence of a disabled child in the family affects the relationships of all 
involved. As has been discussed above, the intensive nature of the relationship can 
be both rewarding for parent and child but it can also be restrictive, and can impact 
on the relationships between other family members and friends. Toombs et aI., 
(1995) suggest that this is because the demands of a chronic illness upsets the natural 
flow of give and take in relationships and also because the context in which life was 
shared has changed. The relationships that were in place before have to develop and 
evolve. While some survive the transition, others fall by the wayside. 
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The OPCS (1989) study found an increased risk of relationships breaking down in 
families where there was a disabled child. Mothers of disabled children have a 
greater chance of becoming lone parents and a reduced likelihood ofre-partnering at 
the same rate as other lone mothers. This is especially true for older women, and 
those with severely disabled children are also more likely to be affected in this 
respect (Hirst, 1991; Baldwin and Carlisle, 1994). This finding, while important in 
its own right, has significance because of the effect it has on household income and 
also because mothers of disabled children identify their partners as the main source 
of practical and emotional support (Beresford, 1995). If mothers are less likely to re-
partner they are less likely to receive all the support and help they need. 
The effect on other children in the family is that because oflack of time and the 
demands of caring they tend to 'take a back seat'. Studies have consistently shown 
that parents are especially concerned that other children in the family may possibly 
'miss out' in a number of ways (Glendinning, 1983; Meltzer et aI., 1989; Atkinson 
and Crawforth, 1995). There is evidence that parents sometimes try to compensate 
for this with material goods. However, as many families with disabled children have 
reduced incomes, the opportunities to do this are severely limited. These studies 
note that siblings of disabled children' grow up faster' and are more understanding 
and helpful than other children their age, but many are also more anxious and 
worried. 
In addition, Bulmer (1983) points out that reciprocity is an important element in 
maintaining helping networks. However, the difficulty for parents is that there are 
few opportunities for them to offer help; they are often fearful of asking too much 
and do not want mends and neighbours knowing the details of their situation. 
Added to this is the reluctance of people to offer help in an unfamiliar situation. The 
end result is that parents are often left to cope with minimal assistance. 
4.6 Needs 
Marks (1999) wams against assuming that needs can be measured objectively and 
points out that assessments of needs are not value free. However, Doyal and Gough 
(1991:19) argue that basic human needs do exist and that individuals have a right to 
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the 'optimal satisfaction of these needs'. They stress that human needs are neither 
'subjective preferences best understood by each individual, nor static essences only 
knowable by policy makers'. They suggest that it is possible to identify human 
needs but in order to do so an open mind is required as many factors influence our 
interpretations. To illustrate this they review the different approaches to measuring 
need and in doing so they refer to the work of Smith (1980). Smith explored social 
service provision in Scotland and found that the understanding of professionals and 
indeed their interpretation of need was influenced by the ideology of the department 
and the context within which they were operating. However, Smith suggests that in 
studying human need the best approach is to describe as accurately as possible the 
different subjective notions of need found in common discourses and the ways they 
are employed in specific social contexts. For Doyal and Gough (1991) the 
identification of needs cannot consist of just one perspective. They state: 
..... that appropriate and effective understanding of needs can only be 
obtained through informed communication between all those with relevant 
experience ... Experts constitute just one group of participants in such a 
debate. " 
(DoyaJ and Gough, 1991 :297) 
This approach to the identification of needs, that it is of using 'those with relevant 
experience' to identify and define need, is adopted by this study. In this instance 
parents, are asked about the needs of their children. Beresford (1995) surveyed 
parents of disabled children and asked about the needs of both children and parents. 
The children needed help with bathing, washing, eating, toileting, mobility and 
communication. Medication also had to be administered as well as treatment. Some 
children also needed to be supervised or watched over for most of the time and this 
level of care also extended into the night (Atkinson and Crawforth, 1995). Within 
Beresford's survey four out of five disabled young people aged 12 to 14 years of age 
needed help with self care and one in two needed considerable help with washing, 
dressing and toileting and mobility. Two-thirds needed constant supervision and to 
be kept occupied. She also found that as the child gets older the physical demands 
increase, in that the child gets bigger and heavier and so is more difficult to lift. 
Read (2000) notes that as disabled children get older their needs change just as they 
would do for any child/young person, but the difference is that if parents are to 
continue to meet these needs then arrangements, services and supports must change. 
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Hirst and Baldwin (1994) point out that this often does not happen in a way that 
allows the growing child increased autonomy or independence. 
Beresford (1995) found that severely disabled children are very dependent on their 
families to meet their basic care and treatment needs; and that one in two children 
were dependent on at least one item of medical equipment. Less than a quarter of 
parents said that their child had no unmet needs, while one in two parents stated that 
their child had at least four unmet needs. The most common unmet needs were 
related to the skills that were needed for later life. Other concerns were that their 
child needed someone to talk to about being disabled and some felt that their child 
needed help with social skills. 
Parents also identified additional unmet needs and Beresford (1995) reports 
considerable consensus amongst the parents regarding the nature of these. First, 
parents said that they did not have the financial resources to look after their child, 
arguing that they needed help to plan their child's future and that they needed breaks 
from caring. Parents also wanted help to find out about services and agencies that 
could provide appropriate support. 
Chamba et aI., (1999) explored the needs offamilies with disabled children from 
ethnic minority families. While there are similarities to those identified above, there 
were variations between those from particular ethnic communities. Ethnic minority 
parents identified the following unmet needs for their child: 
• skills for future independence; 
• help with learning abilities; 
• access to social/leisure activities; 
• help with physical abilities; 
• help with learning about culture/religion; 
• emotional/counselling support. 
Parents unmet needs were similar regardless of ethnic origin and were identified as: 
• adequate income; 
• help with planning their child's future; 
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• help during school holidays; 
• personal guidance about available services; 
• particular skills to help with the child; 
• a break from care; 
• specialist help with behaviour and sleep problems. 
What differed between white parents and those from ethnic minorities was that the 
level of unmet need for the latter which was higher. Twice as many parents from 
ethnic minorities reported ten or more unmet needs compared with white families. 
4.7 Finances 
Research has established the link between disability and poor financial 
circumstances (Sainsbury, 1970; Blaxter, 1976; Hyman, 1977; Townsend, 1979; 
Martin and White, 1988; Thomson, 1990; Grant, 1995; Gordon et aI., 2000) .. 
Baldwin and Carlisle (1994) found that disability is likely to result in poverty, not 
only for disabled individuals but for other family members as well. They state that it 
is: 
" ... well documented that disability in a child both creates a need for 
additional expenditure and, at the same time, reduced the income available 
to pay for this by restricting the labour force participation of both mothers 
andfathers. " 
(Baldwin and Carlisle, 1994:22) 
In Beresford's survey (1995) of the costs of caring, all the families reported at least 
one item on which they spent more than families without disabled children and most 
identified five to six items. Added to this was the fact that household incomes 
among families with disabled children were lower compared with families whose 
children were not disabled. In Beresford's study nine out often lone parents, and 
over a third of two parent families relied solely on income from benefits on which to 
live. However, the difficulty for these parents is that disability benefits for children 
are not designed to replace lost earnings; rather they are intended to contribute to the 
costs incurred (Baldwin and Carlisle, 1994). 
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Beresford (1995) also found that almost none of the parents with main caring 
responsibility worked full-time, and the participation of parents of disabled children 
in the labour market is much lower than for other parents. Smyth and Robus (1989) 
found that mothers of disabled children have fewer chances to participate in the 
labour market and Baldwin (1994) adds that a caring role affects career prospects 
and income. This situation has worsened rather than improved. As Beresford 
discovered in 1994, fewer parents of disabled children were working compared to 
1974. The lower rates of participation of parents of disabled children in the labour 
market may be because more parents choose to live on benefits rather than try to 
juggle the demands of work with their responsibilities for caring for their child with 
a disability. However, Howard (1994) found that families relying on income from 
benefits such as Income Support were more likely to encounter financial difficulties, 
and twice as many were permanently in debt compared with those with income from 
earnmgs. 
A further difficulty for parents of disabled children is the effect that their caring 
responsibilities have on their work patterns. For example, Baldwin (1985) found 
that when mothers were in employment they worked fewer hours and earned less. 
The difference between the labour force participation of parents of disabled and non-
disabled children became more pronounced as the children grew up, with fewer 
parents of disabled children returning to the labour market even though they wished 
to do so. The employment patterns of fathers were also affected, and Baldwin noted 
differences between those in manual and non-manual occupations. Approximately 
three-quarters of men in manual jobs were in employment compared to 90 per cent 
for those in non-manual jobs, whose careers prospects were reportedly restricted. 
The effect of not working and living on a low income means that many parents find 
it difficult to make ends meet. In their study of the financial circumstance of 
disabled people Berthoud et aI., (1993) found that most experienced a drop in 
income. This reduced income made fmancial planning difficult and meant that most 
families had exhausted their savings and so had nothing to fall back on in the future. 
Many disabled people and parents of disabled children report financial worries and 
Nolan et aI., (1996) point out that an important factor in whether or not carers said 
they were stressed was the pressure of the financial aspects of caring. 
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Martin and Whyte (1988) suggests that extra expenditure occurs in 3 ways: 
• lump sum expenses; 
• extra services; 
• everyday higher costs. 
Smyth and Robus (J 989:26) in their study of the costs of bringing up a disabled child 
identify the types of extra expenditure. Box 4.1 lists the items of lump sum purchases, 
Box 4.2 identifies items of regular expenditure and Box 4.3 lists the items on which 
parents spend additional money. Smyth and Robus found that despite the fact that 
disabled parents spent more than non-disabled parents, many still felt that they needed 
to spend more money to meet the needs oftheir children. The reason they did not 
increase their spending was a lack of financial resources. The items on which they 
thought they needed to spend more were: clothing and bedding, chemist items, other 
items such as heating, special toys, transport and holidays. 
Box 4.1 Items of Extra Expenditure: Lump Sum Purchases 
Lump Sum PUI'chases: 
Special furniture 
Small aids or gadgets 
Walking aids, surgical aids or supports 
Mobility aids 
Incontinence aids 
Aids to sight 
Aids to hearing 
Wheelchairs 
Adaptations to cars 
Adaptations to homes 
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Box 4.2 Items of Extra Expenditure: Regular Expenditure 
Regular Expenditure Solely due to Disability 
STAYS IN HOSPITAL 
costs of travelling to a hospital with the disabled child/to visit child in hospital 
costs of accommodation in or near the hospital while child was in hospital 
costs of someone looking after other children while parents were visiting the 
disabled child in hospital 
VISITS TO HOSPITAL OR CLINIC 
costs of travelling to hospital or clinic 
costs of treatment at a hospital or clinic 
any other costs incurred as a result of visiting a hospital or clinic e.g. food and 
drink 
costs of someone visiting the home to provide treatment for the child, e.g. 
physiotherapist 
. costs of services provided at home, e.g. laundry service, private nursing help 
costs of items bought from chemist 
costs relating to education 
costs relating to respite care and holidays through an organisation 
Box 4.3 Items of Extra Expenditure: Additional Expenditure on 'Normal' 
Items 
Additional Expenditure on 'Normal' Items 
food 
travel 
fuel 
laundry 
clothing and bedding 
telephone call 
childrninding or help with housework 
maintenance to the home/decorating 
other items 
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In 1985 Baldwin compared the expenditure of parents with disabled children with 
those in the Family Expenditure Survey (PES). She found that on average parents of 
disabled children spend more on all items except clothing for adults, alcohol, and 
housing. The items they spent more on were: food, fuel, transport and vehicles, 
tobacco, durable household goods, services, other miscellaneous goods and 
children's clothing. She concluded that parents of disabled children did experience 
extra costs in terms of everyday living costs, larger items bought less frequently and 
the episodic costs associated with hospital treatment. 
"In all three areas it was clear that the child's disablement had led to extra 
expense and had substantially altered families' expenditure patterns . .. 
(Baldwin,1985:139) 
Baldwin also examined how the parents coped with the additional costs and she 
found a number of strategies. For example, some men worked longer hours when 
that was possible, and others received help from their extended family. However, 
subsequent studies by Chamba et aI., (1999) call this finding into question. There 
apparently contradictory findings raise important issues and this thesis will explore 
the role played by the extended family in terms of the practical and financial help 
offered to families with disabled children. 
Families also relied on benefits and services which helped to offset some of the extra 
costs. However, Baldwin observes that when the services were unreliable they 
added not only to increased stress but also to the costs. The example she cites is the 
school bus failing to turn up, which often means parents have to pay for a taxi. 
Families which do not have a disabled child but which live on a limited income often 
become very skilled at managing money (Dobson et aI., 1994). Baldwin (1985) 
suggests that the same is true for families with disabled children, who try hard to 
optimise the use of their limited resources. She found that some families changed 
their shopping patterns and tried to take advantage of bulk buying whenever 
possible. However, more than a third of families changed the way they handled 
money, in that they became more cautious and saved money when they could by 
limiting expenditure on themselves and on their social lives. The economies that 
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were made were not the result of choice but had more to do with necessity. Baldwin 
(1985) states that the: 
"Alterations in life-styles and living standards encompass both day-to-day 
economies designed to keep families solvent and the longer-term effects of 
living on tight budgets with little margin for treats or savingfor larger 
purchases. They helped to prevent families running into major financial 
troubles. There were indications, however, that a number offamilies in this 
sample frequently did not manage to make income and expenditure balance, 
in spite of their budgeting skills and economies. Housing costs andfoel bills 
were frequently mentioned as causing problems and families described 
budgeting strategies which basically consisted of juggling with commitments 
so that one was met by defaulting on another. " 
(Baldwin,1985:147) 
Most of the studies of the added costs of bringing up a disabled child agree that the 
majority of parents worry about money, but feel there is nothing they can do about 
their situation (Baldwin, 1985; Howard, 1994). Howard (1994) found that families 
with a disabled child under five years of age faced particular financial hardships and 
deprivation, which she relates to the fact that they are prevented from claiming 
benefits that older children were entitled to, specifically the mobility component of 
the Disability Living Allowance. 
Chamba et aI., (1999) found that families from ethnic minorities were more 
disadvantaged than white families as fewer mothers worked and claimed the 
disability benefits they were entitled to. They also found that fewer of those who did 
claim disability benefits were awarded the higherrates of the benefits. In their study 
most families reported incomes of less than £200 per week. This is less than the 
white families in Beresford's 1995 study. Pakistani and Bangladeshi two parent 
families had much lower incomes that Black Afiican/Caribbean and Indian two 
parent families. Lone parents suffered the greatest disadvantage: two-thirds of Black 
African/Caribbean families were headed by a lone parent. Fewer families were 
receiving DLA or Invalid Care Allowance compared with white families and they 
were less likely to receive the higher rate. Chamba et aI., found that parents who 
understood English well had higher levels of benefit take-up than those with little or 
no understanding. 
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Finally, the studies mentioned above indicate that families with disabled children 
have reduced incomes but increased expenditures on items and services they need for 
their children. In reviewing the literature on disabled children Baldwin and Carlisle 
(1994) found that families with disabled children have lower living standards and 
higher levels of financial stress. They state that: 
"It is quite clear that some families suffer from financial difficulties they 
would not otherwise have encountered. However. some very severely 
disabled children are living in conditions of extreme hardship which are 
partly related to their condition - and which must reduce their quality of 
lift .. I e. 
(Baldwin and Carlisle, 1994:25) 
One of the main aims of this study is to explore the nature ofthe additional financial 
costs experienced by parents of disabled children and to estimate how much extra it 
costs to bring up a child with a severe disability compared to a child without a 
disability. 
4.8 Summary 
The aim of this chapter has been to explore some of the practical and everyday issues 
that parents of disabled children experience. In doing this it has been necessary to 
review some of the health, social and education policies that have, and continue to 
affect the lives of parents and disabled children. One of the most significant changes 
in policy has been the move away from institutional care for disabled children to a 
commitment (at least in policy tenns) to the idea that it is better for disabled children 
to be cared for at home by their families. By making the home and the community 
the site for care delivery, services have been required to change. The literature 
discussed in this chapter suggests that these changes have not always been 
forthcoming and when they have, they have seldom delivered the help and support 
parents of disabled children require. As a result, parents are left to care for disabled 
children with limited resources, which places strain on all aspects of family life. 
Often the initial difficulties that parents of disabled children encounter is in trying to 
obtain a diagnosis for their child and then to secure the services they need to provide 
care. Diagnosing complex health conditions is problematic for medical, social and 
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educational professionals as uncertainty penneates the whole process. However, for 
parents the situation is made worse because of the seeming lack of equality between 
themselves and the professionals involved. The idea of partnership caring and of a 
seamless service, as advocated in policies, remains an illusion as parents are 
regularly reported as doing battle against those in the health, education and social 
care professions. The services available to parents have been found to be patchy and 
unreliable, which adds to the general feelings of frustration for all involved, but 
especially for the parents. When parents do secure the services their children need 
and are entitled to, they are sometimes found to be rigid and unresponsive to the 
needs of the disabled child and their family. 
For many years the research that has been conducted on disabled children had been 
located within the medical field, and as such tended to focus on particular 
impainnents. This type of research, while important, tended to compartrnentalise 
disabled children by their impainnents so that the similarities in their experiences, 
and indeed their needs, were often overlooked. It was only with the advent of 
research that did not pathologise disabled children and their families, and that 
explored the whole experience, that our understanding of the practical, emotional 
and pragmatic aspects improved. This understanding is increasingly important if 
research is to examine holistically the lives of disabled children, so that they are no 
longer perceived as individuals to be pitied and to be denied rights equal to those of 
non-disabled children. 
Parents of disabled children are also marginalised and many also report considerable 
social isolation as other people fail to understand their experiencing ofparenting. 
Parents of disabled children are either hailed as heroic or avoided and ignored by 
other parents. There appears to be little if any middle ground. One of the most 
important tasks that parents, especially mothers, undertake is that of mediator 
between the world around them and their child with a disability. Mothers try to act 
as a buffer between the harsh reactions of society and their child and this often 
requires considerable emotional energy which can take its toll on family and 
personal relationships. The emotional needs of parents of disabled children 
frequently go unrecognised and unmet. 
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Research has also identified other areas ofunmet needs for disabled children and 
their parents. The studies conducted have shown remarkable agreement in 
identifying similar items of additional expenditure related to the conditions of 
disabled children. One of the main areas of needs for parents was for additional 
financial resources. The difficulty for parents of disabled children is that the 
majority of them experience a drop in income while at the same time expenditure 
increases because oftheir child's impainnent. This study will explore these issues in 
more detail, and will use the financial needs of parents of disabled children as the 
vehicle to explore other areas related to the experience of bringing up a child with a 
severe disability. 
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CHAPTERS RESEARCH METHODS AND STUDY DESIGN 
5.1 Introduction 
The data analysed and discussed in this thesis were collected as part of a study 
funded by the Joseph Rowntree Foundation (JRF) in 1997. The aim of the study was 
to explore the additional fmancial costs of childhood disability and to develop 
minimum essential budget standards. Budget standards attempt to determine a list of 
necessities that are essential to maintain a given standard of living. In previous 
studies panels of experts produced a budget standard by drawing up lists of necessary 
items which were then costed as a weekly basket of goods and services. The price of 
the basket represents the costs to a family of achieving a pre-determined standard of 
living. This process was modified in this study in that the 'experts' were parents of 
children with severe disabilities as they, better than anyone else, understand both 
their own and their child's needs and priorities. It was parents who discussed, 
negotiated and agreed the minimum essential needs of severely disabled children and 
drew up the budget standard. This variation of the budget standard approach is 
referred to by the terms 'consensual budget standards' and 'minimum essential 
budget standards'. 
Parents constructed the minimum essential budget standards in a total of 36 focus 
groups. The focus groups took place in three stages: orientation, task and check back 
groups. Although the main aim ofthe focus groups was to bring parents together to 
agree the items disabled children needed, they also allowed other aspects of bringing 
up a child with a severe disability to be discussed. The focus groups were tape 
recorded, transcribed and analysed so as to explore the effect of a child's disability 
on particular dimensions of family life. For example, parents' discussions provided 
invaluable insights into how they negotiated new relationships with health and social 
care professionals and, equally importantly, into how they renegotiated existing 
relationships with family and friends. 
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Prior to attending the task and check back groups parents completed a number of 
questionnaires, diaries and other data collection instrumentation. These included a 
one week consumption and expenditure diary about the disabled child, an inventory 
of the child's possessions, and a self-completion questionnaire about spending on 
items and activities which are likely to take place less regularly than once a week. 
This instrumentation is outlined below and it is the resulting data that are used to 
produce estimates of parental spending. As the original data were collected in 
1997/8 they have been up-rated by the Retail Price Index to 2000 and the benefit 
rates discussed are for 200012001. 
This chapter discusses the methods used to investigate the additional financial costs 
experienced by parents of children with severe disabilities as well as those used to 
explore other aspects of parenting. The first section begins by describing focus 
group methodology and highlights how and why this approach was amended in this 
study. The second section discusses the ethical and practical issues that arise from 
interviewing children. The third section describes the consensual budget standards, 
and fourth briefly describes the study design and the instrumentation used in the 
study. The fifth section describes the areas and individuals who participated in this 
study. The final section explains the analytical framework. 
5.2 Focus Groups 
Focus groups were developed in the 1940s by Robert Merton in an attempt to 
explore and understand audience reactions to radio programmes (Stewart and 
Shamdasani, 1990). Since the pioneering work ofMerton focus groups have 
developed and are now widely used within a range of disciplines and for purposes 
such as marketing, public policy, advertising and programme evaluation. 
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Focus groups are group discussions which are organised to explore a specific set of 
issues and involve some kind of collective activity (Kitzinger, 1990; Edwards and 
Talbot, 1994). What is important in the focus group is the emphasis on interaction 
within the group based on topics that are of interest to the researcher. As Morgan 
(1990) asserts: 
"the hallmark offocus groups is the explicit use of the group interaction to 
produce data and insights that would be less accessible without the 
interaction found in a group . .. 
(Morgan, 1990:12) 
Caterall and Mac1aran (1997) stress the importance of the dynamic and interactive 
aspects of focus groups. The fact that participants engage in discussion with each 
other, not just directing answers to the moderator is vital to the successful application 
of this method. They suggest that focus groups are useful: 
"in widening the range of responses, activating forgotten details of 
experiences, and releasing inhibitions that may otherwise discourage 
participants from disclosing information . .. 
(Caterall and Maclaran, 1997:1) 
There are a number of advantages to using focus groups. For example, they provide 
an opportunity to observe a large amount of interaction on a topic over a short period 
of time. A particularly valuable element of focus group discussion is the potential 
for a high level of participant involvement and spontaneity. Discussions in a group 
setting may provide rich data as respondents rise to challenges and defend views. 
Indeed, it has been noted that conversations between participants may help them to 
clarify for themselves what is their opinion or what factors may influence behaviour 
(Morgan and Krueger, 1993). Focus groups encourage people to theorise, elaborate 
and possibly think about a topic for the first time. Kitzinger (1990) notes: 
"The group process engages people in relaying information, anecdotes, 
jokes, and opinions and often generates ideas, arguments and interactions 
which would probably not occur in a one-to-one interview . .. 
(Kitzinger, 1990:321) 
One of the main criticisms offocus groups is that they provide an unnatural setting 
for discussion. Caterall and Mac1aran (1997) agree that a focus group is not a 
'natural' event in that a group of friends would not sit around and talk about a single 
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subject for one or two hours under the guidance ofa moderator. However, they also 
point out that with skilful moderation a focus group can be a: 
" ... social event and is generally one that participants enjoy... Its primary 
benefits are that is provides valuable information on how people talk about a 
topic and how they respond in a situation where they are exposed to the 
views and experiences of others. " 
(Caterall and Maclaran, 1997:4) 
A further criticism levelled at focus groups is that the data they generate is limited in 
generalisability (Stewart and Shamdasani, 1990). Since focus groups do not usually 
involve individuals who have been randomly selected the results produced are not 
generalisable to the population. Instead, the results from focus groups can be 
heuristic and in this sense the findings apply beyond the individuals who 
participated. 
Also, those who are willing to travel and participate in focus group may be quite 
different to those who are unwilling to do so. This highlights the need to have 
rigorous recruitment procedures so as to avoid such bias. A similar criticism could 
be levelled at other research methods in that those who agree to complete a 
questionnaire may have different characteristics compared with those who refuse. 
Therefore, careful consideration of the composition of all focus groups is essential, 
and this was especially important in this study, which ask participants about personal 
and sensitive topics. Stewart and Shamdasani (1990) suggest that rigorous and 
careful selection is important because in a well-structured group an individual may 
be more candid because they know attention is on the group rather than the 
individual. Added to this they may find it reassuring that others share similar 
experiences or confront similar issues. Successfully composed, focus groups may be 
a very useful method for exploring sensitive or potentially stigmatising topics (Bloor, 
1997). 
"Group work is invaluable in enabling people to articulate experiences in 
ways which break away from the cliches of dominant cultural constructions. 
This may be particularly important for ... working with people who share 
stigmatised or 'taboo' experiences. " 
(Kitzinger, 1994:112) 
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As with other types of qualitative research, such as the individual depth interview, 
there exists the problem of interviewer bias, whereby the respondent may be 
influenced by the presence of the researcher and their perceptions of him or her. 
Focus groups can be run with little intervention from the researcher thus minimising 
this effect. However, most research methods and situations involve the researcher 
and rather than trying to sanitise the research process so as to avoid any researcher 
effect, it is important that the researcher is reflexive about their role and influence 
(Thomas, 1999). This requires that the involvement of the researcher is clearly and 
rigorously documented. 
5.2.1 Conducting focus groups 
Focus groups generally involve eight to 12 individuals who discuss a particular topic 
under the direction ofa moderator. The role of the moderator is to encourage 
interaction amongst the group and to ensure that the discussion remains on the 
topic(s) of interest. Stewart and Shamdasani (1990) suggest that smaller focus 
groups increase the likelihood ofthe discussion being dominated by an individual 
and groups of more than 12 are difficult for the moderator to manage. The amount 
of direction given by the moderator affects the quality and type of data obtained from 
the group. There also needs to be balance between the researcher's agenda and that 
of the participants so that those attending the group are able to enjoy the discussion 
and explain and contextualise their replies. In conducting focus groups it is 
important to be aware that all groups, including focus groups, take time for 
participants to relax and become comfortable and to interact with each other (Bales, 
1950). It is therefore important that the moderator allows and encourages this 
process. 
5.2.2 The use of focus groups and this study 
All research methods have strengths and weaknesses and in this sense focus groups 
are no different. The key to using focus groups is in ensuring that their use is 
consistent with the objectives and purpose ofthe research. The purpose of the focus 
groups conducted as part of this study was to provide a forum within which parents 
could discuss the financial, practical and emotional aspects of bringing up a child 
with a severe disability. They were the most suitable method because they offered 
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parents the opportunity to share their experiences, and the interaction between 
parents in the groups generated a wealth of data while at the same time being 
enjoyable and useful. 
Parents attending the focus groups were able to discuss sensitive issues assured of 
confidentiality and they were often reassured by the similarities and surprised by the 
differences between their own and other experiences (Powell et aI., 1996). 
In the standard focus groups described above, participants are usually asked only to 
express their opinions and to share their experiences. However, the focus groups in 
this study were different in that the participants had to work through lists of items 
then negotiate and agree as a group those items that they deemed essential to 
maintain a minimum standard ofliving for a disabled child. To facilitate this process 
the groups lasted two hours, which is slightly longer than the average focus group 
discussion. To help move the discussion away from parents' own children 
participants were given a case study description of a child with a particular 
combination of disabilities around whom their discussion revolved. Using a case 
study helped parents approximate to real decision making situations as they were 
presented with 'cases' that they worked through, thereby avoiding expressing beliefs 
and actions merely in a general context (Soyan et aI., 1994). Moreover, the case 
studies were held constant throughout the series of focus groups and thereby helped 
to ensure unifonnity and to improve the reliability and consistency of the consensual 
budget standard constructed. 
A further difference was in the nature of the discussion that took place within the 
focus groups. Many of the standard texts on social research methods describe the 
research process as an objective researcher going in search of objective facts 
(Denzin, 1978). Indeed, many of the hand-books on interviewing and conducting 
focus groups also stress the need for this approach. However, more recently this 
approach has begun to be challenged because increasingly the interview or focus 
group situation is recognised as an interactional event (Collins, 1998), in which data 
are not collected but generated (Mason, 1996). The advantage of redefining the 
interview or focus group in this way is that the emotional and other aspects are given 
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as much emphasis as the cognitive/intellectual ones (Collins, 1998). This was the 
approach that was adopted in this study as it was believed to be the most effective 
way of understanding the costs of bringing up a child with a severe disability. It was 
also thought to be the most mutually beneficial for all who participated, parents and 
researchers 
According to this model the role of the interviewer or moderator changes so as to 
avoid the hierarchical relationship between the interviewee and interviewer (Moore 
et. aI., 1998). Instead of being 'objective', Oakley (1981) suggests that the 
interviewer (and I suggest the moderator) should be 'engaged' as this will allow 
power to be shared and meaning to be negotiated and understood (Hertz, 1995). 
"Engagement implies a willingness on the part of the interviewer to 
understand the interviewee's response to a question or prompt in the wider 
context of the interview as a whole . .. 
(Collins 1998:3) 
Collins (1998) goes on to suggest that rather than collecting objective facts, which 
have an existence independent of the means of their discovery, the purpose of a 
qualitative interview is to precipitate narrative so that events and experiences are 
constituted, partly at least, in their telling (Collins, 1998:4). This is because the facts 
are only part of the story and in order for them to be understood they have to be 
contextualised. The interviewee has to be allowed to tell their story since, as 
Carrithers (1992: 1) observes, we cannot !mow ourselves except by !mowing 
ourselves in relation to others. It is in telling their stories that interviewees 
reconstitute themselves. Collins (1998) cites Becker (1997) who argues that those 
experiencing 'disrupted lives' create meaning through story telling. He goes onto to 
suggest that a narrative can be a powerful force for mediating disruption regardless 
of the cause. 
"In constructing these narratives a life is given a measure of coherence, 
order is created out of chaos; it seems important that accounts are said 
aloud, that they are shared and in this way chaos is brought under control . .. 
(Collins, 1998:9) 
Within this study parents responded positively to the amended focus group 
methodology. They welcomed the opportunity to think about the needs of the 
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disabled generally, rather than concentrating solely upon their child. Parents were 
enthusiastic that the research was not just out to collect facts such as how much 
certain items cost, but instead they were allowed to contextualise the information, 
thereby preserving its integrity and making it all the more powerful as a result. 
Although the qualitative data that emerged from these discussions were not the 
primary focus of the study they became a rich source of material that shed light on 
the experiences of parents of disabled children. In discussing the needs of the case-
study child parents drew on their own experiences of bringing up their child. So 
while the personal and individual experiences informed the discussions, the 
interactions and negotiations that occurred throughout the focus groups ensured that 
the discussions returned to the needs of the case study child. In this way two types of 
qualitative data were generated. First, information about individual experiences of 
parents and secondly, more generalised data about the case study child. Throughout 
this thesis both types of qualitative data will be exploited. 
5.3 Interviewing Children 
This study interviewed children to ascertain their views and attitudes towards money 
and also to explore how their families financial situation impacted on them. While it 
was important that the views of the disabled children themselves were incorporated 
into this study there were also a number of others reasons why they were included. 
First, as stated above, the research design was founded on the principle that disabled 
children are the same as other children and as the earlier studies, 'Family Fortunes' 
and 'Small Fortunes' interviewed children it was important that this research did 
likewise. The Joseph Rowntree Foundation funded both Family Fortunes (Middleton 
et aI., 1994) and Small Fortunes (Middleton et aI., 1997). The aim of the Family 
Fortunes study was to construct consensual budget standards for children in the UK 
and Small Fortunes was the first national survey of expenditures on children in the 
UK. Both these studies have been used in this thesis for comparing the costs of 
bringing up and spending on, non-disabled children. 
Secondly, within the disability studies field some authors such as Morris (1998) 
argue that it is important to include the views of disabled children. Morris found that 
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many disabled children were not consulted about their preferences regarding whether 
or not they were cared for away from the home. While this contravenes the 1989 
Children Act Morris found that the views of disabled children were ignored. This 
same finding has been replicated in other studies that have also highlight the need to 
take account of the views of children as well as some of the practical and ethical 
issues to be addressed (Mahon et aI., 1996; Morrow and Richards, 1996). So in 
order to avoid such criticisms disabled children were included in the design. 
Mauthner (1997) and Ireland (1996) discuss some of the methodological issues that 
arise from involving children in research. These include issues relating to consent, 
access, privacy and confidentiality. While these apply across all studies they are 
particularly important when working with children, since the unequal power 
relationships that Mauthner discusses are often age related. Yet despite these 
difficulties, Mauthner (1997) and Hood et aI., (1996) conclude that where relevant it 
is possible and indeed desirable to include children in research studies. Within this 
study access and permission was sought from parents to interview disabled children 
and a total of 42 questionnaires were administered whenever possible to children 
aged over five years. The questionnaires were an amended version of those used in 
the Small Fortunes study (Middleton et aI., 1997) and explored whether children 
received pocket money, if they and their families could afford to buy the items they 
wanted, what the child did if they were refused items and the reasons for this. It also 
explored whether children restricted their demands because they thOUght their 
families could not afford the expenditure entailed. 
Within the focus groups, parents reported that they were pleased that the study had 
included the views of their children. As one mother pointed out: 
"It was good that you talked to the children, so many people just ignore them 
and never ask them what they think. Christopher was thrilled to be asked 
what he thought and he didn't want me there when he was being interviewed 
because it was private. I know it probably took more time because he has a 
speech problem, but it made him/eel important and he is. " 
(Task Group, Sensory Impairment, 11-16 Years r 
I The references after the quotations refer to the stage of the research at which the quotations were 
collected. The age and the disability group refer to the case study used by that focus group. 
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5.4 Measuring the Additional Costs of Childhood Disability 
One of the main questions to be addressed by this thesis is how to measure the 
financial costs of bringing up a child with severe disabilities (see Roll, 1992 for a 
review of different methodologies used to measure financial costs). The benefit 
system recognises that disability requires additional expenditure by providing 
benefits designed to meet some of these costs. However, little is known about the 
nature of the extra costs and therefore the adequacy of the benefits provided, and this 
is especially true when considering the costs faced by parents of disabled children, as 
much of the previous research has focused only on adults. There are two notable 
exceptions: in the 1980s OPCS (Smyth and Robus, 1989) and Baldwin (1985) 
conducted separate studies, both with the aim of examining the additional costs of 
childhood disability. However, both these studies defined additional costs by 
measuring extra expenditure and, as Baldwin (1985) pointed out, additional 
expenditure reflects what parents are able to spend rather than what the child needs. 
The aim of this study is to turn this sequence on its head; first to establish minimum 
essential needs and then to use these as the basis for developing estimates of 
additional costs. 
As stated above, this study uses consensual budget standards methods that aim to 
bring together the best features of consensual and budget standards methods for 
defming minimum need (Middleton et aI., 1997). Budget standards attempt to 
determine a list of necessities, which are essential to maintain a given standard of 
living. Experts produce a budget standard by drawing up lists of necessary items, 
which are then costed out as a weekly basket of goods and services. The price of this 
basket represents the costs for a family to achieve a pre-determined standard of living 
(Dowler and Dobson, 1997). 
While budget standards methods have been widely used throughout Europe (National 
Consumer Council, 1995), they were largely neglected within the United Kingdom 
until the comparatively recent work of the Family Budget Unit (FBU) (Bradshaw, 
1993). The FBU developed this methodology by using findings from consumption 
surveys and by consulting groups of lay people to help shape the lists of essential 
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items. However, committees of experts remain the driving forces behind the FBU 
budgets and the difficulty is that their views may not reflect how people spend their 
money, nor the spending priorities of real families. 
Consensual measures are based on the premise that in order for society to accept a 
particular definition or standard ofliving there needs to be agreement or consensus as 
to what constitutes a minimum. People are asked, usually through surveys, about 
minimum income levels, ownership of goods or access to services that they believe 
are essential for people to have in today's society. The minimum standard produced 
is either a level of income or a list of goods and services that more than 50 per cent 
of the population believe to be essential (Middleton et aI., 1997). There are a number 
of problems with these methods but the central difficulty lies in the fact that they are 
survey based. Surveys require individuals to give instant responses to the questions 
put by an interviewer. Consensus, on the other hand, is reached through a process of 
discussion, negotiation and eventual agreement. 
The consensual budget standards methodology used in this study tries to avoid the 
pitfalls of both 'expert' judgements and consensus by survey. The method uses a 
derivative of focus groups to produce negotiated and agreed budget standards. 
People living in the household circumstances for which the minimum essential 
budget is to be constructed are brought together to act as their own budget standards 
committees. The 'experts' in this study are parents of children with severe 
disabilities as they, better than anyone else, understand both their own and their 
child's needs and priorities. 
The premise in this study was that children with disabilities are children first and 
disabled second. As this thesis will demonstrate, they share many of the problems, 
priorities and needs of children without disabilities. Therefore, throughout the 
research the minimum essential budget standards for children without disabilities 
derived in earlier similar research, that is 'Family Fortunes', were used as a starting 
point for discussions with parents, so that parents were asked about additional items 
or services disabled children required. 
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5.5 The Study Design 
The process of developing consensual minimum budget standards is summarised in 
Figure 5.1 and was adapted only slightly for this research. This diagram shows the 
order in which the focus groups took place, which instrumentation was developed by 
participants and who it was subsequently issued to and the stage at which the lists of 
items were costed. Each stage of this research process is discussed in detail below. 
The first step for each focus discussion was to agree a definition of 'minimum 
essential'. The definition which groups were given as a starting point was from the 
United Nations Convention on the Rights of a Child (to which the United Kingdom 
is a signatory). Article 27 of the Convention states that 'parties recognise the right 
of every child to a standard of living adequate for the child's physical, mental, 
spiritual, moral and social well-being '. It will be noted that this definition does not 
mention costs, which were deliberately omitted from the discussions until the final 
stages of the research so as to avoid needs being defined by available income. 
Parents were asked to discuss the definition of minimum essential and were 
encouraged to amend it in any way they saw fit. All groups chose to adopt the 
definition unamended and emphasised that the concept of what is essential for a child 
with severe disabilities has to go beyond mere subsistence: 
"I'd want more, not just get by, to be able to do a little bit more, make sure she 
had everything and saw everything and did everything. To have the 
opportunity to do things. There are a lot of things that she can't do unless 
she's helped and pushed and supported, by people as well as money. I'd hate 
to think that I'd just got enough money to be able to live and I couldn't do 
things for her what she really needed, because I couldn't afford to do it, or I 
hadn't got time to do it, or whatever . .. 
(Orientation Group, Traumatic/Intermittent Disability, 6-10 Years) 
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5.5.1 The budget standards groups 
As mentioned above, focus groups took place in three phases and examples of the 
Topic Guides used for each phase of the budget standard groups are included in 
Annex A. The first phase, or orientation stage (nine groups), aimed to ensure that 
the ideas and concepts employed in later stages of the research were informed and 
understood by parents. Parents in these groups also developed the case studies for 
three children for whom budget standards were to be constructed (see Annex B). 
In the light of findings from the orientation groups instrumentation was designed and 
distributed to parents prior to the task groups. Parents were asked to complete a one 
week consumption and expenditure diary about the disabled child, an inventory of 
the child's possessions, and a self-completion questionnaire about spending on items 
and activities which are likely to take place less regularly than once a week, such as 
holidays, Christmas and birthdays. In addition to collecting invaluable information 
in its own right about the lifestyles of children with disabilities, this exercise serves 
the dual purpose of encouraging parents to begin to think about what they consume 
as well as what they spend. This is an essential part of the process of reaching 
informed consensus in the groups. Parents attend the group having thought, 
sometimes for the first time, about the detail of what their child consumes and does. 
Socio-demographic and economic information about the child and their family was 
also collected prior to the groups in a recruitment questionnaire administered by 
professional interviewers. Consent was sought from the children themselves and 
their parents to complete a short questionnaire with the child, wherever possible. 
The intention was to allow the children to express their own views about their 
economic circumstances, their preferences and priorities. 
During the task groups (18 groups) each area of the budget was considered in turn 
and participants were asked to negotiate and agree lists of minimum essential items. 
The approach was to present the groups with lists of items and activities for each 
budget component taken from the earlier budget standard for non-disabled children. 
Parents were asked to consider whether the case study child would need more, less, 
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the same amount or completely different items and activities. The group moderator 
intervened in the discussions and negotiations as little as possible: recording 
decisions reached on a flip chart; moving the negotiations along; and reminding the 
group when necessary ofthe definition of essential minimum to which they were 
working. Once each list was complete, groups were asked to consider whether it was 
too restrictive or over generous. Issues such as the ratio of new to second hand, 
durability and where items should be costed were all discussed. After this stage, the 
lists were costed by researchers at outlets agreed by the groups (see Section 5.5.2). 
Lists were prepared of outstanding matters that needed to be resolved in the final 
phase of the groups. The budget areas that were discussed by the groups were: 
• food; 
• clothes; 
• possessions; 
• activities; 
• transport; 
• childcare costs; 
• school and pre-school costs; 
• housing; 
• heating and fuel; 
• laundry and toiletries; 
• medical and hospital trips and stays; 
• specialised equipment; 
• other areas identified by the task groups. 
The final phase or check back (nine groups), was in some ways the most important 
since, as well as resolving outstanding issues, the financial implications of the 
budgets were considered and the strength ofthe consensus tested. Parents were 
given uncosted lists of items compiled by the task groups and asked whether they 
agreed with them (or not), and if they should be amended in any way. Once changes 
had been negotiated, agreed and incorporated into the budgets by a second researcher 
present in the groups, parents were told how much it would cost to provide the 
agreed list of items and asked if, in the light of this, they would change the lists. 
Any changes were noted and the budgets revised accordingly. Parents were then 
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asked to think about the public expenditure implications of their minimum essential 
budgets by imagining that the moderator was the ChanceIJor of the Exchequer. They 
were asked if and how they would amend the minimum essential budgets if they 
were told that the country could not afford to meet the costs involved in providing 
children with aIJ the items on their lists. FolJowing the check back groups the 
budgets were re-costed and finalised and the minimum essential budget standards 
were drawn up. 
Copies of the instrumentation used throughout this study are included in the 
Annexes. Annex C contains a copy of the clothes and possession inventories 
distributed to parents prior to their attending the focus groups. Annex D contains an 
. example of the diaries completed by parents for a period of seven days. Annex E 
contains the self-completion questionnaire and Annex F contains the recruitment 
questionnaire administered to parents before they attended the focus groups. Annex 
G contains the questionnaire administered to children. 
5.5.2 Costing the budget lists 
Agreed budget lists were costed at retail outlets suggested by the parents. The choice 
of outlets was a difficult issue to resolve because of the dilemma of whether to 
prioritise quality or price. Some parents opted for quality, preferring to include more 
for each item, hoping they would be more durable and withstand more wear and tear. 
Others believed this to be misguided as the clothes, toys, bedding etc. would not last 
regardless of how much was spent. The choice of 'middle of the range' outlets 
represented a compromise between quality and price which was reached in the 
groups. 
"You want to buy good quality but it's the money, but if you buy cheap then 
they don't last, so I try for something in the middle because you do get what 
you pay for. If you get too cheap you'd only have to get it again. " 
(Orientation Groups, Mobility Disability, 6-10 Years) 
Parents were also asked how often an item would have to be replaced in order to 
calculate a weekly cost. For example, parents said a winter coat would last one year, 
so the price was divided by 52. It was slightly more difficult to calculate the weekly 
cost for other items that last more than a year, such as adaptations and medical 
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equipment, although the basic approach remained the same. For example, for a child 
who had a severe mobility disability, parents agreed that it would either be necessary 
to adapt her home to give wheelchair access, provide ground floor washing and 
bathing facilities and so on, or to move to more suitable accommodation. As 
adapting the house was cheaper the parents decided that this option should be 
included in the minimum essential budgets. 
5.5.3 Instrumentation used 
Examples of the instrumentation used throughout this study are contained in the 
Annexes. 
Recruitment Questionnaires 
A total of 272 recruitment questionnaires were administered to parents. These 
questionnaires collected information about the socio-demographic and economic 
circumstances ofthe family. The questionnaires collected data on household 
composition, housing tenure and type, ownership of certain consumer durable items 
(taken from Smyth and Robus, 1989), household income, benefit receipt, marital 
status and social class. (See Annex F for a copy of the questionnaire.) 
Diaries and Self Completion Questionnaires 
A total of 182 parents completed a diary for seven consecutive days relating to 
spending on their child with disabilities. Each diary recorded information about 
spending on school and non-school activities, medical items, phone calls made by 
parent or child, and other possessions. Although the diaries also recorded 
information about the foods eaten by the child these data have not been included as it 
was not possible to cost this element of the budget. This was because parents 
reported that they could not accurately record information about portion sizes or to 
reliably indicate the amounts of food eaten. (See Annex D.) 
A self-completion questionnaire was included at the back of the diaries. This 
collected information about actual spending on the foIIowing: outings; day-trips and 
weekends away; holidays; birthdays; Christmas; respite care; adaptations; car 
ownership; child's savings; laundry; fuel and heating bills. (See Annex E.) 
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The advantages of using self-completion diaries are listed by Corti (1998) as: 
• they can provide a reliable alternative to the traditional interview method for 
events that are difficult to recall accurately; 
• they can help to overcome the difficulty of collecting sensitive information by a 
personal interview; 
• they can be used to supplement interview data to provide a rich source of 
information on respondents' behaviour and experiences on a daily basis. 
In Corti's opinion the 'diary-interview' method, where the diary keeping period is 
followed by an interview asking detailed questions about the diary, is one of the most 
reliable methods of collecting information. Diaries have a long history - for example 
during the 1930s they were used to record how people spent their time (Sorokin and 
Berger, 1938). The use of diaries has spread into other areas such as consumer 
expenditure (for example in the Family Expenditure Survey). 
A weakness of diaries is that they provide a snapshot of behaviour, so there is a need 
to be able to contextualise the entries and also to fill in gaps, for example relating to 
less frequent purchases. 
Corti lists the following guidelines in designing a structured diary. 
• An A4 booklet of about five to 20 pages is best - she states that people do not 
carry their diaries around with them and ease of completion is important; 
• clear and concise instructions should be printed on the inside leaf of the diary; 
• a model of how to complete the diary should be given on page two; 
• depending on how long the diary is to be kept for, each page should for example 
denote either a week or day. Pages should be clearly ruled up as a calendar with 
headings and enough space to record the necessary information; 
• checklists of items or examples should be listed to help jog the respondent's 
memory. When possible lists of expenditure or items should be clearly listed to 
make completion easier; 
• there should be an explanation of the unit of observation such as what constitutes 
a session etc; 
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• the diary should be tailored to the individuals completing it and it may therefore 
be necessary to have different 'versions' of the diaries for particular groups; 
• there should be a series of follow-up questions inquiring as to whether the 
information contained in the diary is typical or atypical, and space for the 
respondent to record any comments which might explain particular behaviour. 
As in all research methods diaries also have their weaknesses, including recording 
errors and or under or over reporting and insufficient information. Also, the period 
of which the diary is kept is also important. It must be long enough to capture the 
behaviour or events without being too onerous for the respondent. The Adult 
Dietary Survey uses a seven day diary and the UK Family Expenditure Survey asks 
respondents to keep a diary for 14 days. Analysis of household expenditure diaries 
routinely show higher reporting of expenditure on the first day of keeping the diary 
or for the initial period of keeping the diary. There is also the added difficulty that 
studies using diaries are biased towards those respondents with a reasonable standard 
of literacy. Corti states that the best response rates are achieved when participants 
are recruited on a face to face basis. 
Inventories 
The inventories were used to record information about items owned by the child or 
that s/he had access to. As the inventories took some considerable time to complete 
parents completed either the clothes or the possessions inventory (see Annex C). 
The inventories were developed from those used in the Small Fortunes project but 
amended according to the suggestions of parents in the orientation groups. In the 
inventories the parent was asked to write in the number ofthe items their child 
possessed. They were then asked about the most recent item acquired by their child; 
whether it was new, second-hand, handed on or on loan, and who gave the item to 
their child. 
5.6 Paying Respondents 
Thompson discusses the implications of paying respondents for participating in 
research studies. She concludes that while there are undoubted dangers in that 
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respondents may want to give the 'right' answer, the advantages are that payments 
can help to reduce bias in terms of non-response. This study paid respondents £20 
for completing the instrumentation and for attending the focus group. 
5.7 The Sample 
5.7.1 Selection of children 
Participants were identified via the Family Fund Trust (FFT) database. The Family 
Fund is an independent Trust set up by Government in 1973 and entirely funded by 
them through the Department of Health. It currently allocates approximately 
£20,000,000 per year in grants to families with children with severe disabilities. See 
Annex H for further information about the FFT. 
It is estimated that the FFT has had contact with between 60 and 70 per cent of all 
families with severely disabled children in Britain and is, therefore, the best available 
sampling frame outside of Government. A sample of families in four different areas 
was drawn from the database and a letter was sent by the FFT to each family asking 
if they were prepared to participate in the research. No reminder letters were sent to 
the families and the response rate across the four areas ranged from 33 to 45 per cent. 
A list of names and addresses ofthose who had agreed was then passed to the 
researchers and, subsequently, to professional recruiters. Details of the sample are 
given in Annex 1. 
The basic classification of disabilities used by the FFT recognises over 60 different 
conditions. It was neither possible nor desirable to establish minimum essential 
budget standards for each one of these conditions. Furthermore, research on the 
database showed that the majority of children have multiple disabilities. For 
example, a child with cerebral palsy, as weII as having problems moving, may also 
be incontinent, have difficulty speaking etc. Therefore the disability groups were 
collapsed into the foIIowing three main disabling conditions: 
• restrictions on movement (Mobility Disability: e.g. cerebral palsy, spina bifida); 
• sensory disablement (Sensory Disability: e.g. deaf, blind); 
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• traumatic intermittent conditions (TraumaticlIntermittent Disability: severe 
asthma, epilepsy, autism). 
The rationale for this separation into different disability categories was to try and 
contain the discussion and to focus on the extra costs related to the type and severity 
ofa particular disability. This approach had limited success as the severity of the 
children's disabilities were such that they spanned the three categories and some 
could have been allocated to anyone of the above groups. This was especially true 
of the children in the older age groups. Parents explained this by saying that the 
assessment by the FFT was several years old; their children's conditions had 
changed during this time - some had improved but the majority had developed (or 
were diagnosed with) more complex health and social care needs. This finding in 
itself did not have a major impact on the study because of the use of case studies, 
which shifted the discussion away from parent's own children to the descriptions of 
children in the case studies. The case studies are discussed below. 
All the groups were divided according to the age group of the child. The age groups 
chosen were identified in previous work as reflecting the main changes in a child's 
life such as going to school, changing schools and the completion of compulsory 
education, which might be anticipated to have a significant effect on parents' 
expenditure patterns (Middleton et aI., 1994). The age groups chosen were birth to 
five, six to 10 and 11 to 16 years. In reality it was only possible to recruit a few 
parents who had a child under two years of age. The explanation for this, according 
to parents, is the length oftime taken to receive a diagnosis and also to discover 
organisations such as the FFT. 
Finally, the groups were also mixed according to social class, family composition, 
sex and birth order of the child. 
5.7.2 Selection of areas 
The four areas chosen were Leicestershire, Derbyshire, Birmingham and 
Nottinghamshire. The rationale for area selections was threefold. First, areas were 
needed in which the number of families with severely disabled children was 
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sufficiently large and geographically concentrated to enable groups to be put 
together. Second, areas with different local government structures were chosen so as 
to explore any potential impact on the experiences of parents and the minimum needs 
that they identified. 
5.7.3 Case study children 
Descriptions of three children were developed into case studies by the orientation 
groups to represent each of the main disabling conditions. These case studies were 
then used in the task and check back groups to move discussion away from the needs 
of parents' own children, towards the minimum essential extra costs of bringing up a 
child with a particular combination of disabilities. This was important to ensure 
standardisation of the budgets throughout the groups and to avoid the temptation for 
parents to construct individual budgets for their own child. 
The case studies of Karen (restrictions on movement), Ben (sensory impairment) and 
Patricia (traumatic intermittent conditions) were aged so that, for example, the 
groups where the main disabling condition was restrictions on movement, discussed 
Karen aged four, nine and 15 years etc. Descriptions of the case studies are included 
in Annex B. 
5.7.4 The parents 
Two hundred and seventy three parents who have responsibility for the day-to-day 
care of a child with severe disabilities took part in this study. Of these, 200 parents 
participated in the task and check back phases, which drew up the budget standards. 
Analysis of the characteristics ofthe overall sample show it to be representative of 
families registered with the FFT and there is no reason to suggest that the priorities 
and concerns ofthe families in this study are radically different from others 
registered with the FFT (see Annex J). In brief: 
• the participants were mostly women (92 per cent). In other words eight per cent 
of participants were the fathers of children with disabilities. Whilst still very 
small, the numbers of fathers who had the main day-to-day responsibility for the 
care of the child was far higher in this study than in the earlier work with parents 
of children without disabilities. 
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• the average age of participants was 36 years of age. The youngest was 20 years 
of age and the oldest parent was 70 years old. 
• three-quarters of participants did not work (75 per cent), 18 per cent worked part-
time with only seven per cent in full-time work. In other words, only one-quarter 
of participants were in some kind of paid employment. 
• 73 per cent of participants had a partner. Less than 60 per cent of partners 
worked on a full-time basis. 
• one-fifth of parents had only one child, two-fifths had two children, one-quarter 
had three children and 16 per cent had four or more children. 
• half of the families rented their accommodation, 40 per cent from their local 
council. Forty six per cent of families owned their own homes. The vast 
majority (93 per cent) lived in houses, rather than flats. 
• approximately half of the families were in receipt ofIncome Support. 
• nine out of 10 families were claiming Disability Living Allowance and four-
fifths were in receipt ofInvalid Care Allowance. However, three per cent of 
families received no other benefit apart from Child Benefit. 
• the majority of participants were in the lower socio-econornic groups. 
• almost half of school aged children attended specialised school. 
In general, these families were less affluent than the population as a whole. They 
were less likely to own their homes, more likely to be on Income Support and less 
likely to have at least one adult in full-time work (General Household Survey, 1994). 
There were more lone parents than in the population as a whole. Two reasons for 
this lower socio-economic profile are possible. First, Family Fund Trust grants are 
means-tested. Whilst the database includes higher income applicants who were 
turned down as a result of the means-test, it may be that in general few affluent 
families apply to the Trust in the first place, and so would be under-represented. 
Second, the relatively low profile may be the result of having a child with a 
disability. The socio-economic profile of families in the Family Fund Trust database 
may be genuinely representative of all families of disabled children. Both earlier 
research and the experiences described by parents in this study suggest that this is the 
most likely explanation. The OPCS study (Smyth and Robus, 1989) showed that 
both mothers and fathers of disabled children were less likely to work and, when 
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they did, their earnings were lower than for parents as a whole. Both, or even one, 
parent may find it difficult to take or sustain employment given the demands of 
caring for a child with severe disabilities, particularly when there are other children 
to be looked after (Litvinoff et aI1999). A parent in this study explains this by 
saying: 
"You can't work when you've got a child like ours, its just not possible. I 
tried and you always need time off when they're ill and they're ill more than 
normal children, then you've got all the appointments as well, but the killer is 
the holidays, what do you do with them then. If you can find someone to have 
them then it costs you more because they can have less of them, kids I mean, 
because of the ratios and it ends up costing you more so that it's not worth 
working even if you 'd got someone, a boss who'd understand. " 
(Task Group, Sensory Disability, 11-16 Years) 
5.S Analytical Framework 
There were three main components to the analysis: 
• the minimum essential budget standards; 
• the assessment of actual expenditure via the analysis of the recruitment and self-
completion questionnaires; 
• the focus groups. 
5.S.1 Constructing the minimum essential budget standards 
During the task and checkback focus groups lists of items were agreed by the 
participants as those which were essential to maintain a certain standard ofIiving. At 
various stages throughout the research process the lists were costed at the retail 
outlets agreed by the parents. The costings produced also took account of how often 
items had to be replaced, whether items had to be new or second hand, and the 
quality of the items. In order to produce these costing, as described above, the 
researcher visited the retail outlets identified by the parents. To attain access to the 
shops letters were written to the manager or the customer services department asking 
permission to go into the shop and price the items. Once co stings had been obtained 
an Excel spreadsheet was constructed which listed the items, the costs, and the 
replacement value for each of the case study children. The spreadsheet was then 
used to calculate the minimum essential budget standard. 
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5.8.2 Assessment of actual expenditure 
The diaries were used to produce the data on the actual spending patterns of parents 
of children with severe disabilities. Originally the diaries were intended to act as an 
aide memoire for the parents in the focus groups so that their discussions about the 
case study children were informed by their experiences of children's needs. Morgan 
(1993) suggests that it is useful to alert participants to the nature ofthe subject they 
are required to discuss so that they might come to the focus groups having given 
some thought to the relevant issues and experiences thus resulting in a more lively 
and informative discussion. This strategy proved successful throughout this project 
and generated invaluable data. For example, the original research design did not 
include the analysis of the diaries and inventories but the quality of the data 
contained in the diaries completed by 182 parents enabled them to be analysed more 
rigorously. The diaries were coded and the data was entered into SPSS Ca statistical 
software analysis package). This package enabled the spending patterns of parents to 
be examined. The data contained in the recruitment and self-completion 
questionnaires were also analysed using this package. 
5.8.3 Analysis of the focus groups 
There are a number of approaches that can be used to analyse the qualitative data 
generated by focus groups. Key to the analysis is to ensure that the interaction that 
takes place in the group also feeds into the understanding of the issues to be explored 
(Kitzinger, 1994; Catterall and Maclaran, 1997). 
After the focus group discussions were transcribed. Two approaches were used to 
analyse the data; thematic analysis and problem analysis (Stringer, 1996). 
The first step in the analysis was to code the data thematically and this process has 
been described by Aronson (1994). Coding represents the process by which data are 
broken down into various themes which then enables the analysis to explore 
concepts and to put the data back together in new ways so that theories can be 
developed (Strauss and Corbin, 1990). Thematic analysis focuses on identifiable 
themes and patterns. The themes are defined as units derived from patterns such as 
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conversation topics, vocabulary, recurring activities, meanings, or feelings (Taylor 
and Bogdan, 1984; Lofland and Lofland 1995). 
However, the coding process allows other issues and theories to emerge, which then 
also become part of the data. This is because this process is iterative and is grounded 
in the data (Pandit, 1996). The analysis conducted allowed for the attributes of 
particular parents and families to be explored but it also enabled the data to be 
analysed across parents, disability type, age of child and family characteristics so as 
to highlight differences in for example the experiences, behaviour and attitudes. 
To facilitate this process and ensure that the richness of the data was fully exploited 
an analytical framework was employed and consisting of what Stringer (1996) refers 
to as 'problem analysis'. This is the process by which the antecedents and 
consequences of a situation or series of events are explored. This was the final stage 
of the qualitative analysis and it identified elements of the situation that led up to the 
problems or the issues that parents and their families encountered, as well as the 
consequences that derived from them. The analysis compared and contrasted how 
parents identified the: 
• core problems; 
• major antecedents to the problem; 
• other significant factors that related to those antecedents; 
• major negative consequences; 
• other significant consequences. 
By using this analytical framework it was possible to bring together the various 
perspectives of all involved in order to explain why and how parents of disabled 
children encounter particular difficulties as well as how and why they choose to 
ignore or to overcome them. 
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CHAPTER 6 BUDGET STANDARDS AND PARENTS' PRIORITIES 
6.1 Introduction 
This chapter discusses the minimum essential budget standards that were negotiated 
and agreed by parents in the group discussions. The budget standards identifY the 
items and services that parents agreed are essential for a child with severe disabilities 
in order to ensure they have a reasonable standard ofliving. The previous chapter 
mentioned that the parents' discussions about the needs of disabled children and the 
costs of meeting these needs generated a wealth of data. As well as producing 
information for the budget standards, the group discussions generated contextual 
data that explain why certain items and services are regarded as essential. The data 
on the priorities of parents provides insights into all aspects of family life and in this 
chapter they are used to understand the financial implications of bringing up a 
disabled child. Chapter 7 compares the budget standards with parents actual 
spending patterns to explore whether parents are able to meet the needs of disabled 
children. Chapter 8 discussed in detail the non-financial impacts, that is the social 
and emotional costs of bringing up a child with a severe disability. 
This chapter on the budget standards is divided into two main sections. Section one 
discusses the minimum essential budgets developed by parents in the focus groups. 
In constructing these budgets parents identified the needs of a severely disabled child 
by drawing up lists of essential items. These lists were then costed to produce an 
estimate of the financial cost of bringing up a disabled child. Section two explores 
parents' priorities. Detailed analyses of the transcripts from the group discussions 
have been used to contextualise the findings presented throughout these sections. 
6.2 Minimum Essential Budgets 
The minimum essential budgets negotiated and agreed by parents suggest that it 
costs an average £135,046.27 to bring up a child with a severe disability from birth 
to the age of 17 years, or £7,943.90 per year. This compares with an average of 
£40,385.28 or £2,375.60 per year which parents believed to be the minimum 
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essential to raise a child without disabilities.! In other words, a severely disabled 
child will cost parents at least three times as much as a child without disabilities. 
Each area of the budgets is higher for a child with severe disabilities, with especially 
large differences for transport, clothes, toiletries, possessions and food. The reasons 
for the additional costs are discussed in Section 6.5. 
There are important differences between budget standards developed by parents of 
disabled and non-disabled children in terms of the items they agreed were essential 
for child. Parents of children without disabilities did not consider transport and 
pocket money to be an essential part of their minimum budgets and so nothing was 
included in the Family Fortunes budgets for these items. However, parents of 
disabled children disagreed and regarded both items, as well as adaptations, as 
essential for children with a severe disability. Therefore, amounts for these items 
have been included in the minimum essential budgets for disabled children. 
Figure 6.1 Minimum Essential Weekly Budgets for Children With and 
Without Disabilities 
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In order to provide a comparison, data from the Family Fortunes study which produced minimum 
essential budgets for children without disabilities has been recosted using the same assumptions as in 
this study of children with disabilities. This budget is somewhat higher than the original in which 
more items of a lower quality were bought at sale prices. 
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The average essential minimum budget conceals variations in the costs for children 
of different ages and with different disabilities (Figure 6.1). Although minimum 
budgets for children with severe disabilities are significantly higher than for children 
without disabilities, in all age groups and regardless of the main disabling condition, 
the gap is particularly large when the child is less than five years old. There are a 
number of explanations for this. When parents discover that a child has an 
impairment, usually during the early years of a child's life, there are increased 
transport costs as they attend appointments and seek medical help. Parents allowed 
extra amounts in their budgets to meet these costs. Sums were also included to allow 
for the purchase of equipment recommended by professionals which parents feel 
obliged to buy in an attempt to help their child. Finally, if the child is incontinent 
there is the prolonged use of nappies, and clothes and bedding are washed more 
often and therefore have to be replaced more frequently. These findings are 
supported by a recent study by Roberts and Lawton (1999) that explored the reasons 
why families applied to the Family Fund Trust for financial assistance. 
Figure 6.1 also shows some differences between the budgets for the three types of 
disabilities. Overall the budget for mobility disability, which in this study, it could 
be argued, represents the most complex health care needs, is 20 per cent more than 
the budget for sensory disability. The reason for this is not that children with 
mobility difficulties have different needs, rather that they require slightly more for 
each component of the budget standard than children with the other two main 
disability types (see further below). This is highlighted by the similarity between the 
budget standards for sensory and traumatic disabilities. It seems that severely 
disabled children have similar needs and similar costs. 
6.3 Minimum Essential Budgets and Estimates of Additional Costs 
Comparing the minimum essential budget standards for children with disabilities 
with the Family Fortunes budget standard for children without disabilities suggests 
that the average additional cost is £ 1 07.08 per week. This is considerably higher 
than estimates of the additional costs of childhood disabilities produced by other 
studies. Baldwin's (1985) research found that the extra costs of childhood disability 
in 1984 were £9.83 per week or, £18.77 at 2000 prices. The OPCS study, (Smyth 
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and Robus, 1989) found that the additional costs were £12.53 at 1989 prices, or 
£18.42 at 2000 prices. 
Many disability groups believed at the time when these studies were published that 
the figures underestimated the real additional costs of disability. They responded by 
commissioning research to develop their own estimates. In 1988 the Disablement 
Income Group (DIG) conducted a small scale telephone survey with disabled adults 
which concluded that the additional cost was £72.50 per week, or £115.49 at 2000 
prices, for those with the most severe disabilities (Berthoud et aI., 1993). Although 
this survey was much criticised at the time and, indeed, considers adults and not 
children, it identified many of the items that contributed to extra expenditure in our 
study. The estimate of the additional weekly costs of a severe disability, produced 
by the DIG study is only £8.41, or ten per cent, more than the average additional 
weekly cost of a child with severe disabilities. The estimates of the additional costs 
of childhood disability produced by this study are much closer to that produced by 
DIG primarily because both studies asked about needs, rather than income or 
expenditure. 
6.4 Adding up the Costs 
"It's all the little things, the extra clothes, sheets even food that you're 
buying every week and you don't realise what it costs or rather it would 
scare you if you sat and worked it out so you don't. Every now and again I'll 
think I get myself some new clothes because mine are almost in holes but I 
come home with things for Erin, because she needs it more than me. Andjust 
when you think that you might be getting straight it all falls apart, she'll have 
a bad patch and maybe she 'U need a new bed again or she's back in hospital 
and that costs and sometimes accidents just happen and she 'U break 
something. The thing you have to realise is that everything like this is a 
disaster for us. You say it doesn't matter to them, that it 'U be all right and it 
will because it has to be but inside, inside you panic because you don't know 
what else to do. " 
(Orientation Group, Mobility Disability, 6-10 Years) 
Most people do not realise how much they spend on individual items on a day-to-day 
basis nor, indeed, how much they need to spend. Parents in this study were no 
different. For most it was only when drawing up the minimum essential budgets for 
the case study children that their needs and priorities were made explicit for the first 
time and the costs became visible. While some parents were surprised at the total 
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cost of the minimum essential budget, they were less surprised at the costs for the 
individual budget areas. None of the parents thought they had been over generous 
and none was prepared to amend the budgets in order to reduce the costs. In their 
experience, these budgets are a true reflection of the essential minimum costs of 
bringing up a child with severe disabilities with a reasonable quality oflife. 
"That comes to almost £4 a week on bedding, £200 per year. How does that 
sound?" 
"About right . .. 
"Yes, definitely about right . .. 
(Check Back Group, Sensory Disability, 6-10 Years) 
"I can see why I'm so hard up all the time. " 
"It is actually depressing when you sit down and work it all out . .. 
(Check Back Group, Sensory Disability, 11-16 Years) 
Detailed budgets for children with and without disabilities are presented in Table 6.1. 
By comparing the average essential costs for each budget area for children with and 
without severe disabilities it is possible to begin to understand the nature of the 
additional costs. Perhaps the most striking feature of Table 6.1 is that there are no 
budget areas in which the minimum essential costs are lower for children with severe 
disabilities than for children without disabilities. Previous work has suggested that 
while parents incur more costs in some areas, in others they are able to make 
savings. For example, it is frequently assumed that parents of children with severe 
disabilities spend less on activities. This is simply not true. Parents of children with 
severe disabilities spend more on taking children out to compensate for the fact that 
they are not able to participate in, and benefit from, local activities (see further 
below). Even when activities are available locally there is often an additional 
charge. For example, a child who is blind or deafis not able (because of health and 
safety issues) to join a swimming class with other children, which would cost a 
couple of pounds a week. Instead, if the child is to learn to swim one-to-one tuition, 
costing five or six times more than group lessons, is needed. 
The biggest difference between the budget standards for disabled and non-disabled 
children are for bedding, equipment, possessions and laundry. Detailed explanations 
of these differences can be found below. 
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Table 6.1 Comparison of Average Weekly Essential Minimum Budgets 
Budget Items Disabled Children Non-Disabled Difference 
(CCD) Children (Family Between Budget 
Fortunes) Standards (%) 
£'s per week £'s per week 
Clothes 26.76 13.99 91 
Bedding 3.25 0.14 2221 
Laundry 6.84 1.40 388 
Toiletries 10.89 2.89 276 
Food 15.96 13.42 19 
Furniture 4.06 1.06 280 
Equipment 3.30 0.46 612 
Transport 28.24 0 0 
Possessions 18.44 2.75 570 
Day trips, holidays 26.16 9.63 172 
& activities 
Adaptations 6.90 0 0 
Pocket Money 1.92 0 0 
Total 152.72 45.78 233 
Figure 6.2 shows that spending priorities, as well as spending levels, differ 
significantly between children with and without disabilities. Whereas parents of 
children without disabilities allocated 60 per cent oftheir budget to clothe and feed 
the child, these items account for less than a third of the budget for parents of 
disabled children. Instead the largest proportion of the essential minimum budget for 
disabled children goes on transport costs, with one-fifth of the minimum essential 
budget allocated to transport.2 Priorities are also much more evenly spread across 
the budgets areas for children with disabilities. Parents allocated larger sums of 
money for activities for disabled children than was included in the budgets for 
children without a disability. However, spending on activities was a lower priority 
within, and a smaller percentage of, the budgets for disabled children than for other 
children. For a child with a severe disability a higher percentage of their larger 
budgets went on possessions, equipment, furniture, toiletries, laundry and bedding. 
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Figure 6.2 Comparison of Budget Standard Priorities 
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6.5 Understanding Spending Priorities 
Table 6.2 shows the minimum essential budgets for each of the three disability types 
and for the three age groups of children. The actual composition of the budgets is 
discussed below alongside the rationale for the parents' decisions. 
2 The Family Fortunes budgets do not include transport costs. 
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Table 6.2 Budget Standards (£s per week) 
Budget Items Mobility Disability Sensory Impairment Traumatic/Intermittent Conditions 
0-5 years 6-10 years 11-16 years 0-5 years 6-10 years 11-16 years 0-5 years 6-10 years 11-16 years 
Clothes 25.23 27.81 37.55 18.44 26.60 28.93 18.82 25.95 31.53 
Bedding 4.46 2.80 3.02 4.24 2.91 2.41 3.59 3.36 2.48 
Laundry 7.30 7.30 7.30 7.30 6.29 7.30 6.29 5.27 7.30 
Toiletries 15.66 12.66 10.77 12.64 9.72 8.54 12.24 8.91 6.91 
Food3 16.20 16.20 16.20 15.12 16.20 16.20 15.12 16.20 16.20 
Furniture 5.09 4.31 4.14 5.09 4.70 3.91 2.18 3.93 3.20 
Equipment 4.45 4.59 2.84 4.54 3.75 2.01 3.97 2.32 1.31 
Transport 37.84 27.04 27.04 32.44 27.04 27.04 32.44 21.64 21.64 
Children's Possessions 20.68 14.44 21.55 19.79 19.94 17.44 13.29 18.81 20.12 
Trips, holidays, activities etc 46.81 21.74 25.55 35.07 17.53 15.91 37.45 14.46 21.04 
Adaptations 0.62 21.58 24.52 0.00 3.82 3.82 0.13 3.82 3.82 
Other 0.00 2.70 2.70 0.00 3.24 3.24 0.00 2.70 2.70 
Total 184.33 163.17 183.18 154.66 141.73 136.76 145.53 127.39 138.25 
Food is a set amount across the disability groups because parents agreed a percentage increase in the amount allowed for food in Family Fortunes. 
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6.5.1 Clothes 
Clothing was identified as a substantial area of additional expenditure and this is 
reflected in the minimum essential budgets for all age and disability groups (Table 
6.2). There are a number of reasons for this. First, children with disabilities simply 
need more clothes to allow for extra changes, whether the result of incontinence, 
spillages of some description or damage. Spare sets of clothes are frequently sent to 
schoollnursery/hospitallrespite care, and regardless of how carefully labelled they 
are, they seldom retum. 
Second, the clothes need to be washed more frequently and often at a higher 
temperature because of staining, and so cannot be expected to last as long as they do 
for children without disabilities. Third, children with disabilities inflict additional 
wear and tear on their clothes. For example, the parents pointed out that there is a 
big difference between a toddler crawling around on their hands and knees and an 
older child. Younger children's clothes are designed for such use, while those for 
older age groups are not. This explains why clothing is one of only two budget 
areas, (the other being adaptations), for which costs increase with age, regardless of 
the type of disability. 
"Socks every month. Like this morning I bought him three pairs of socks and 
I usually buy them in bulk, like I buy ten pairs and then four or five weeks 
later replace them again because I don't know how he does it but he gets 
holes in the back of them, it's the way he walks ... Underwear I'd say every 
four to five weeks. Clothes like jumpers and trousers probably about every 
three months, two to three months. " 
(Task Group, Mobility Disability, 6-10 Years) 
It is for this reason that some parents emphasised the importance of buying 
reasonable quality clothes. Additional clothes are also necessary to ensure the child 
is clean and tidy. 
"Because he does dribble a lot ... and because he mashes his food into his 
clothes you're having to wash and wash and wash, they get ruined. " 
(Check Back Group, Sensory Disability, 0-5 Years) 
Fourth, footwear was identified as a particularly expensive item, especially if the 
child had any difficulties with mobility. Specially made shoes and boots are very 
expensive and, although some parents are exempt from this cost, others are not and 
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have to pay themselves. Those children who did not require specially made footwear 
often needed extra shoes or trainers, as their footwear wore out more quickly. 
"Her boots I pay £40 for because she needs a support at the back of her 
ankle. I've been recommended I should go to a certain shop which you can't 
get anything under £40 anyway and her sandals are like £30 which I 
wouldn't spend that much on my other daughter. For me that is the expense. 
That's where I have to go because he walks on his tiptoes and he 
permanently needs something at the back of his ankle to support him, but like 
you say, I took him last week and they were £40. But they're worth it, but 
when you're thinking you're paying £40 every three months. Then I've got 
Rosie, I've got to pay for her as well, it's all too much. " 
(Check Back Group, Sensory Disability, 0-5 Years) 
These children were not eligible for special shoes, which would have been free. The 
eligibility criteria for free shoes varied between the areas and highlight the way in 
which services differ across the country. Instead parents who were not entitled to 
this service were told by their physiotherapist to go and buy good quality shoes. The 
above quote illustrates that such variation in eligibility has significant financial 
repercussions. 
Finally, because clothes do not last as long and look 'scruffy' more quickly parents 
agreed that it was essential for these to be replaced on a regular basis. The rationale 
for this was a combination of trying to minimise the differences in the way' other 
people' perceive and respond to a child with disabilities and also showing they were 
just the same as everyone else, that they were well loved and their parents were 
proud of them. The importance to parents of how their children are presented to the 
world is discussed in more detail in Chapter Seven. 
"Yes, you dress your kids up a bit more when they're disabled, you want to 
show them off a bit and say I'm proud of my child. I've got a 'normal' child 
as well and when we go out I always tend to dress Ben up more than I would 
for her, she goes out in a track suit and Ben has got trousers and a shirt on. " 
(Task Group, Mobility Disability, 0-5 Years) 
6.5.2 Bedding 
The average weekly minimum costs of bedding were agreed to be £3.25 per week, 
again very much higher than for children without a disability, which was 14 pence 
per week. There was comparatively little difference between the disability groups in 
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the amount they allowed for bedding and this was not surprising, given that all the 
case study children were said to have some degree of incontinence. The biggest 
difference was between age groups, with the youngest children requiring more 
bedding. As with clothes, the budgets have to allow for occasions when the child's 
bedding needs changing three or four times a night because they are ill or going 
through a 'bad patch'. In normal circumstances it was not unusual for parents to 
have to change bedding on a daily basis, adding to the amount of laundry to be done. 
The result is that a larger supply of bedding was allowed for in the budgets, as well 
as protective sheets and covers for mattresses, pillows and quilts. 
"When my son was poorly he wet the bed five times and that was five pairs of 
pyjamas andfive sets of bedding just in one night." 
(Check Back Group, TraurnaticlIntermittent Disability, 11-16 Years) 
6.5.3 Laundry 
Parents allowed for 14 washes a week for a child with severe disabilities compared 
with only two a week for children without disabilities. The costs oflaundry are very 
similar across age and disability groups. It is fairly typical for parents to be doing 
two washes a day for a severely disabled child, one for the bedding and the other for 
the changes of clothes throughout the day. 
"The washing machine is on constantly and in the winter the tumble drier is 
going pretty much the same. The first load is the bedding and then at night I 
put her clothes through. .. 
(Task Group, Sensory Disability, 6-1 0 Years) 
While parents in Family Fortunes agreed that a washing machine was essential, they 
did not think a tumble drier was. Parents of children with disabilities disagreed with 
this, stressing the need to get clothes and bedding dry and ready to use again. The 
need is particularly great for children with severe asthma. As one parents said: 
"You can't have wet clothes draped over radiators especially in the winter 
time, not if they've got bad asthma. If you do you're asking for trouble and 
they will have a bad attack, so on them grounds if nothing else, a tumble 
drier is essential . .. 
(Orientation Group, TraumaticlIntermittent Disability, 6-10 Years) 
6.5.4 Toiletries 
Parents of disabled children allocated on average £10.89 a week to cover the costs of 
toiletries. This is £8 more than parents whose children did not have a disability. 
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Parents of younger children and those with the most complex health needs allowed 
slightly more to meet additional costs. Although these budgets assume that children 
receive free nappies, parents generally bought more on a regular basis than the 
current allocation, which is adequate so long as the child was well, but insufficient 
when they were ill. Parents also needed to allow for late deliveries or changes to the 
supply, either of which appear to happen without notice. The experience of parents 
highlights their need for reliable and appropriate services because if services were 
not dependable parents had to supplement them themselves which again cost 
additional money and added to their stress. 
"You can be waiting and waitingfor them to arrive and they just won't or 
they'll get it wrong and you get the wrong size but you don't have any 
nappies and no-one tells you why so you're still buying them . .. 
(Check Back Group, Mobility Disability, 0-5 Years) 
There is also very little flexibility in the system as parents were frightened to reduce 
their nappy orders in case they could not change it again when they needed to. In 
their experience it was a case of taking what you are given because trying to do 
anything different resulted in more expense and hassle. 
Extra sums of money were allowed for the expense of buying toiletries to be used at 
school or nursery. 
"I'm having to get double wipes though because of school you see. I only 
ever used to use wipes on James ifhe was dirty otherwise it was cotton wool 
and water ... because it was more natural. Now school have insisted that 
they do not now use cotton wool and water, it's too difficult for the girls -
can I send some wipes, so I sent some wipes . .. 
(Task Group, Mobility Disability, 0-5 Years) 
Parents need more of the 'basics' such as soap and shampoo, as children are washed 
more often. There is also more waste as some children attempt to do things for 
themselves or are sometimes destructive. 
"You can go into the bathroom one minute and everything is fine, then the 
next time it looks like a bomb's hit it. The toilet roll is stuffed down the toilet, 
the shampoo and toothpaste is everywhere. We have a lock on the outside of 
the door to try and stop him, but he climbs and opens it. I can be doing 
something for his sister for literally seconds and he's done it. I want to 
throttle him sometimes, but he is severely autistic, he doesn't know what he 
has done is wrong, that I've no more money to buy more, that he gives me 
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grey hairs and that he is the reason I'm in tears. He has no idea and that is 
hard. " 
(Check Back Group, TraumaticlIntennittent Disability, 11-16 Years) 
Parents need to continue to buy the more expensive toiletries, which are nonnally 
associated with the first years of a child's life. For example, if the child with 
disabilities is incontinent they will continue to need creams, lotions and wipes. 
A severely disabled child may also use more over the counter medicines. A few 
children are prescribed these items but the majority are not and parents incorporated 
these costs into the budgets. Additional costs are also experienced when a girl 
begins menstruating. Parents estimated a severely disabled girl may need twice as 
much sanitary protection, which adds to the costs. 
6.5.5 Food 
Food was the most difficult area of the budgets for parents to reach a consensus on, 
despite using the case studies as the basis for their discussions. The parents in 
Family Fortunes had been able to construct a menu for a child, which was 
subsequently costed. However, for a child with severe disabilities there were too 
many factors, all of which could vary, to allow parents to repeat this exercise. For 
example if a child could not swallow then a completely different diet would be 
needed. The child might be on a special diet or, if they suffered from autism, they 
might have food obsessions all of which added to the overall costs of food for the 
family. 
To overcome these difficulties parents suggested allowing a weekly amount of 
money for food, rather than drawing up detailed lists, and agreed that the essential 
minimum cost was on average £15 per week. This assumes that shopping was done 
on a weekly basis at a supennarket rather than at local shops, which are known to be 
more expensive (Dowler and Dobson, 1997). 
One of the main difficulties for parents was food being wasted. This was sometimes 
the result of the child refusing to eat or occurred because parents tried to find foods 
that children with limited appetites could and would eat. 
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"Yes, ... I throw a lot offood away. " 
"Well Thomas will go through phases where he will only eat certain things 
... it is quite expensive. At the moment he loves apples, so he gets through 
bags and bags of apples but they have to be one particular kind from 
Sainsbury's which happen to cost £1.99. " 
"No, Ben isn't that sophisticated. He's more into I want sausage mash today 
and then I make it for him again another day and he just refuses to eat it and 
it's a case of he won't eat again until he's had sausages and mash. And he 
has to eat things in a certain order, but we haven't yet found out what it is, so 
a lot offood gets thrown away. We've got a bigdog/" 
(Check Back Group, Mobility Disability, 0-5 Years) 
Some parents said that because of their child's disability they were more aware of 
what their family ate and they tried to eat a healthier diet, in order to improve well 
being and reduce the risk of getting ill. Parents also said that they spent more on 
food than their friends and family. Sometimes this was because their child ate more 
because of the disability. For example, children who had grand mal fits during the 
night were extremely hungry in the morning and ate what parents described as 'huge 
breakfasts'. Others spent more because the child ate very little and they were 
constantly trying new items in the hope the child would be persuaded to eat. 
6.5.6 Bedroom furniture 
The minimum essential costs of bedroom furniture remains reasonably constant over 
the lifetime of the child at an average of£4.06 a week, which is £3 a week more than 
for a child without disabilities. However, there are some differences between the 
three disability groups in terms of the amounts allocated to furniture, although each 
budget standard represents just over two per cent of the respective budgets. The 
differences between the disability groups are related to practical issues such as how 
often the mattress has to be replaced due to incontinence and also how much damage 
the furniture has to withstand. Parents in all the disability groups also aIIowed more 
for decoration because general wear and tear is greater than for children without 
disabilities. Extra costs are incurred because of wheelchairs bumping into wails and 
children with behavioural problems being more destructive. 
"You do need more of things, more wardrobes and drawers to put 
everything. Then they don't last, it never ceases to amaze me how strong my 
son is, he'll get frustrated and pull the doors off the wardrobe. My mother 
tells me to leave it like that, that he did it himself so he should live with it and 
you do to a point. But he didn't know he was doing it and if there is no doors 
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then the clothes go everywhere. You can't win, you have to sort it because it 
makes your life easier. And besides you can't leave your child is some awful 
room, well I can't . .. 
(Orientation Groups, TraurnaticlIntermittent Disability, 11-16 Years) 
6.5.7 Equipment 
This category includes safety equipment and items used to help with the child's 
condition such as special chairs, cutlery, baby alarms and pushchairs. It does not 
include money needed to buy electric or lightweight wheelchairs as parents could not 
afford to buy these items themselves. If parents bought them it was with the help of 
charities and/or through fund-raising. 
Expenditure on equipment varied according to the age of the child and type of 
disability, with younger and more severely disabled children requiring more. This is 
because by the time the child is 11 or 12 years of age, parents have accumulated a 
large amount of equipment and have also developed systems and adapted equipment 
that works for them. Expenditure is therefore concentrated in the earlier years. 
Throughout the discussions on expenditure parents drew on their own experiences of 
bringing up a disabled child in order to inform their negotiations about the case study 
child. As a result parents allocated more money for equipment for children with 
more complex health needs. Children with severe asthma or breathing problems 
need a low dust environment and many parents had to replace carpets, furniture and 
vacuum cleaners. Other children who had fits, especially violent fits, needed 
window locks and other safety and practical items such as plastic plates. If a child is 
particularly violent windows have to be replaced with reinforced plastic glass, all of 
which costs money. 
Some children needed lifting equipment and all but one family received this free of 
charge. Others needed special chairs that provided support while the child was 
sitting. These were available via the occupational therapy department but, again, 
waiting lists are long and some parents felt they had no option but to buy them. A 
few parents were aware of new pieces of equipment or medical developments that 
might help their child. One parent in particular, whose child had cerebral palsy, 
bought a special suit that reduced her daughter's spasms. This suit is only 
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manufactured in Australia and costs thousands of pounds. The only way to afford 
this was through fund-raising and this she did on a regular basis. 
Parents also spent additional money on pushchairs especially when the child was 
young in order to try and find a suitable and safe one. Inevitably this process oftrial 
and error resulted in some parents buying a few before finding one that met the 
child's needs. Others had to replace pushchairs if their child continued to need them 
as they got older. Getting free pushchairs was described as a lengthy process and in 
exasperation some parents bought their own rather than wait any longer. 
"When you have a baby you go out and you buy a pushchair and that lasts 
until they start walking. But it's not that simple for us. Children like ours 
use their pushchairs for longer, I'm on my third. I bought the first one 
because I liked it and we didn't know there was anything wrong. Then as he 
grew and he wasn't able to hold his head himself, we needed a different one 
and that took some finding. But because you use it all the time and the baby 
is a heavy toddler, they're not built to stand that and they fall to bits so you 
buy another one. " 
"We had to buy a double buggy because of the oxygen cylinder. I had a 
really pretty one but she couldn't breathe and had to be on oxygen and those 
tanks are heavy and if I was ever going to get out of the house then we had to 
have a double buggy to put it in, so I had to have two. " 
(Orientation Groups, TraumaticlIntermittent Disability, 0-5 Years) 
6.5.8 Transport 
Transport represents one of the largest items in the budget standards and parents 
allocated an average of £28.24 per week to meet essential costs. This amount 
covered travel costs and did not include the costs of running a car. All parents 
agreed that a car is absolutely essential, although only three-quarters of them owned 
a car. Those who did not were desperate to try and obtain one. Therefore, the 
amount included in the budget represents the absolute minimum which parents 
believe is necessary to top up the mobility component of Disability Living 
Allowance (DLA).4 It should be noted that, according to parents, the highest 
transport costs are incurred during the child's first years. At the time of collecting 
this data all children under five years were ineligible to claim this the mobility 
4 Disability Living Allowance is a benefit awarded to individuals to help meet the additional costs 
associated with that disability. It is paid purely on the basis of needs and is not means tested. There 
are two components covering care and mobility. Each component can be paid at different rates. 
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component. However, regulations have changed and as of 1999/2000, children aged 
three and four years are entitled to claim this benefit. 
Parents were unwilling to use public transport for a number of reasons. First, it is 
sometimes too difficult to get a child with special needs onto a bus and those with 
special access are a rarity and often do not follow the desired route. Second, 
children with behavioural difficulties sometimes cannot be contained on public 
transport and parents are unwilling to subject their children to the stares and criticism 
of other people. 
"I've lost count of the number of times I've been told to give her a good 
smack, that I'm a bad mother because I can't control my child. Getting on 
the bus, even taxis, when they don't want to do it. I've been in tears at the 
bus stop and when someone comes along and tells you just to smack them, I 
can feel myself getting angry now, well I just don't do it anymore, if we can't 
get a lift we don't go out. " 
(Check Back Group, TraumaticlIntermittent Disability, 0-5 Years) 
Despite their reluctance parents without cars were forced to struggle to get their child 
to hospital, and sometimes doctors' appointments, on public transport. The majority 
could not afford to get a taxi to these appointments and had to make do with public 
transport the cost of which they were entitled to claim back. When their child was 
hospitalised going backwards and forwards to the hospital was time-consuming, as 
well as expensive. Roberts and Lawton (1999) estimate that on average parents of 
disabled children make 68 visits for medical appointments. Given their estimate it is 
not difficult to see why transport has been included as an essential item in the budget 
standard and why a relatively large amount has been allocated to it. 
6.5.9 Possessions 
Children's possessions include toys, books and games as well as videos, computers 
and specialist toys. On average parents allocated £18.44 per week to buy things to 
help occupy, amuse and stimulate a child with severe disabilities. This is over £15 a 
week more than for children without disabilities. There are a number of reasons for 
this. First, especially when the child is first diagnosed, parents are desperate to find 
things that will possibly help their child and they spend more on special toys, games 
and books. Second, there is an additional cost as parents try to find things which the 
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child can use, enjoy and which last. Learning which type of buttons or switches a 
child can operate takes time and money. 
"You have to stop yourselffrom only buying toys that will help them to do 
something. They're kids and at the end of the day, they want to play and you 
want to see them happy. " 
(Orientation Group, Sensory Disability, 6-10 Years) 
Third, parents are unable to borrow or share toys with family or friends and therefore 
have to buy more themselves. 
"It's hard to borrow things from other people because they end up wrecking 
it ... you just can't borrow things. " 
(Check Back Group, Mobility Disability, 0-5 Years) 
Fourth, as a child with severe disabilities is less likely to play with friends and more 
likely to be on their own for much more of the time, the need to find something to 
occupy them is that much greater than for a child without a disability. Finally, toys, 
games and books that can withstand the attentions of some children with severe 
disabilities cost more. For example, a single book for a child who is blind costs 
somewhere in the region of £1 O. 
When the extra time which children with severe disabilities spend at home due to 
illness is added to these other factors, the additional cost of possessions becomes 
understandable. Some parents rent an extra one or two videos a week, especially 
when the child is ill and at home. Children with behavioural difficulties and autism 
will often watch the same video over and over again but parents have to buy these 
outright. They cannot be rented as the child is unwilling to allow them to be 
returned. 
HI know it seems a lot of videos but they are the only thing that keeps him 
quiet, so I get them. You can't reason with these children, you can't punish 
them because they don't understand, all they know is that they want 
something and they don't have it. I know I've tried everything believe me. 
You can't keep on listening to the shouting and screaming, the kicking and 
biting. This isn't just a tantrum, he isn't being naughty, you've taken away 
his world and he doesn't understand. So if it is a question of buying the 
videos and my sanity, and I'm not exaggerating, then I'm afraid it's a case of 
getting the videos. We have to be able to live and love these children and 
nobody else is queuing up to do it and I'm doing it the only way I can. " 
(Orientation Group, TraumaticlInterrnittent Disability, 10-16 Years) 
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For children with a sensory disability the budget standard remains fairly constant 
with age, reflecting the ongoing need for suitable toys and possessions. For children 
with a mobility disability, the budget dips for a child aged between six and ten years. 
This is partly due to high expenditure for younger children, the reasons for which 
have been described above. However, it is also because when children are at school 
they have access to toys and games provided by the school, as well as having less 
need for stimulation at home since they are there less. The costs rise again as the 
child gets older, because parents felt that extra items would be needed to help 
children achieve their potential, for example access to a computer at home. 
The budget standard for possessions for traumatic/intermittent disabilities increases 
over the lifetime of the child. This is because of the relatively small budget for the 
younger age group resulting from the length oftime it is said to take to get children 
with autism or behavioural difficulties diagnosed. It is often only when parents 
know the diagnosis that they are able to buy and do things that might help their child. 
"In the beginning we had no idea what was wrong with him. We didn '( know 
if he was just a very naughty or difficult child, of if it was me doing 
something wrong. So you just go on as you are. Finally, when they told us 
he has autism and we found out what they meant, we were able to try and 
help him more, and that meant spending money. quite a lot of money infact. " 
(Task Group, TraumaticlIntermittent conditions, 6-10 Years) 
6.5.10 Day Trips, Holidays and Activities 
All parents stressed the importance of day trips or outings, holidays and activities for 
children with severe disabilities and allocated an average of£26.16 per week to meet 
the costs. This is £ 16.53 more than parents of children without disabilities allowed 
for spending on these items. The rationale for this was that it was often only by 
seeing and experiencing things, such as animals at a zoo, that the child understood. 
So for many parents this budget component was essential for the child's learning and 
development. 
Parents were also acutely aware of the extreme social isolation experienced by 
children with severe disabilities. They were not invited to play with friends; when 
other children were invited to their house they refused to come, they were not able to 
go out and play in the street or in the garden. The result is that for many disabled 
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children, until they go to school their only social contact is with immediate family 
and professionals. This was highlighted in discussions about whether money should 
be included to allow children to attend birthday parties. Parents agreed that it is 
essential for their children to mix, but pointed out that their children very seldom, if 
ever, got invited to another child's party. 
"Other parents think their kids will catch something. " 
"Well you see James eats the cake and the other kids and parents get upset 
and we don't get asked again. " 
(Check Back Group, Mobility Disability, 0-5 Years) 
Finding safe and suitable activities was also a problem and parents found that it often 
cost them more to take out their child with severe disabilities than a non-disabled 
child. This was because suitable activities tended to be further afield andlor were 
specialist and, by definition, cost more. 
Parents found taking their children on outings difficult, especially if they had 
problems with mobility. Access often had to be pre-arranged, as many places have 
limits on such things as the number of wheelchairs that can be accommodated. The 
need for advance booking made life even more difficult because parents would often 
book and pay a deposit on an outing, only to find that on the particular day the child 
was too ill to go. The deposits were seldom refundable. 
Additional costs for activities can also arise because it is often necessary for parents 
to participate as well. For example, while children without disabilities might go 
away for a camping weekend with an organised youth group, children with 
disabilities often have to be accompanied by a parent at twice the cost. 
Parents believe that it is essential for the families to have a break, even if no more 
than a change of scene, and it is more expensive to take a child with severe 
disabilities on holiday. There are fewer places with wheelchair access, and parents 
recognised that such a limited market meant extra costs. There are even fewer places 
in which a child with autism or behavioural difficulties would be welcome. The only 
option for many parents was to choose a self-catering break, which was not a break 
for them. Even this option did not solve the problem for all families, as children 
with some disabilities could be destructive and few places welcome such guests. 
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Finally, parents told of the difficulty in getting holiday insurance if they wished to go 
overseas. Some companies refused to deal with them, others charged extra 
premiums. 
The Family Fund Trust provides holiday grants and all parents thought these were 
invaluable, often reporting that without this £360 they would be unable to go away. 
While there is some slight variation in the budget standards across the disability 
groups, the biggest variation is between the age groups with younger children 
costing more than older children. It often takes parents a considerable amount of 
time and money to find out what activities, holidays and trips are available for a 
child with severe disabilities and also to locate organisations that can help. The costs 
decrease considerably as the child gets older and goes to school, which is often a 
gateway to other, often subsidised activities. 
Parents were detennined to give their children access to the experiences and 
challenges of the outside world, despite other peoples' reactions to their children. 
These were often insulting and it took time for parents to leam how to cope with the 
stares, comments and, at the other extreme, being ignored. 
"You know they just do not realise, you know before I would have gone 
ballistic, but you get so used to it and now I've got these little cards that say 
this child is autistic, he got a learning disability and it says if you want more 
information contact the society and I just give them out. It's when they are 
kicking up for something and these people can tell there's something wrong 
... they go they're spoilt, that spoilt kid, they just don't understand. " 
(Check Back Group, TraumaticlIntennittent Disability, 0-5 Years) 
6.5.11 Adaptations 
While the average costs of adaptations to the home allowed in the minimum essential 
budgets is £6.90 per week, this hides considerable variation. For children with a 
mobility disability parents allocated twice as much as for the other disabilities. 
Across the age groups the costs increase as the child gets older and bigger. Parents 
are no longer able to lift children in and out of the bath or to carry them upstairs. 
Further, as the child becomes more mobile, they need to be able to move about the 
house, to have wider door frames to allow wheelchair access, and for the home to be 
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a safe environment, all of which costs money. The problem of finding the often 
large lump sums required for adaptations cause major difficulties for parents. 
6.5.12 Pocket money 
The final component of the budget standards is pocket money and the average 
weekly cost allowed for this is £1.92. Parents thought that it is essential for a 
severely disabled child to have pocket money for two reasons: first, to treat them the 
same as other children; second, to try and help them learn about money and to help 
them be a little more independent. 
6.5.13 Exclusions from the minimum essential budgets 
Three items that parents regarded as essential are not included in the minimum 
essential budgets: heating and fuel; phone calls; and childcare. After prolonged 
discussions, parents decided to exclude these items simply because they could not 
estimate the minimum amounts required with any degree of certainty. They 
recognised that a large range of factors over which they had only limited, if any 
control influenced these items. Parents opted to construct minimum essential 
budgets excluding these items rather than jeopardise the study on the basis of 
inaccurate information. 
6.6 Parental Priorities 
"But I think everything with a disabled child is a fight. You've got to fight 
for everything. " 
(Check Back Group, Mobility Disability, 0·5 Years) 
All parents in this and other studies (Baldwin, 1985) identified their main priority as 
ensuring they did the best they could for their child, that their child received the best 
care and education available and that they achieved as good a quality of life possible. 
In many ways this is no different to the aspirations of parents whose children do not 
have a disability. However, the difference for parents in this study is that a child 
with a disability is more vulnerable and is not, and possibly never will be, able to 
articulate their own needs. Therefore, the parents have to be the spokesperson for 
their child to a greater extent that other parents. This section deals with the priorities 
on which parents based their decisions about the minimum essential needs of a 
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severely disabled child. Whilst the focus of their deliberations was financial, these 
were underpinned by, and inextricably linked with, the priorities described below. 
The priorities of parents: are the cost of independence (6.6.1); being prepared for 
anything (6.6.2); compensating for a severe disability (6.6.3); making life tolerable 
and obtaining value for money (6.6.4); Chasing the Miracle (6.6.5) and the 
importance of an early diagnosis (6.6.6). 
6.6.1 The cost of independence 
Parents in this study stressed repeatedly that a disabled child is a child first, with the 
same right to learn and develop as all other children. The effect of their disability is 
to make this learning process more complicated, prolonged and expensive. Parents 
were able to identify several areas in which leaming to be as independent as possible 
incurred additional costs. For example a child without a disability will, in all 
likelihood, be toilet trained by three years of age. However for a child with a severe 
disability, assuming they are able to be dry, the length of time required to reach this 
stage is likely to be much longer. As a result parents need to spend more on laundry, 
clothes, bedding and possibly nappies, and this expenditure will continue for a 
longer period. 
"Ben has got about three sets of clothes every place he goes. He's got three 
sets at school, three sets at Play for Children . .. 
(Check Back Group, Mobility Disability, 0-5 Years) 
A similar pattern is found with feeding. A child without a disability is most 
probably feeding themselves by two to three years of age. A child with a disability 
could still be trying to master this well into their teens. The implications of this 
prolonged learning curve for additional costs are: extra laundry, as the child needs to 
be changed more frequently after meals; extra sets of clothing; and possibly more 
food, as there are increased spillages and waste. 
"And also he's 12 now and ... just learning to be that little bit independent 
and doing food for himself, so you get half a box of cornflakes on the floor 
every morning and two litres of coke down the sink. You want to stop him 
doing this but you can't because if you stop him, then you're holding him 
back, so you've got to let him do it and you just have to put up with the waste, 
and there is an awful lot of waste." 
(Check Back Group, Sensory Impairment, 11-16 Y ears) 
128 
Further aspects ofthe costs of independence are related to learning and socialisation. 
As we have seen, many disabled children are very isolated, at least in part because of 
lack of accessible services such as transport. But they are also sometimes pushed to 
the edge of society simply because of their disability. Some are unable to go and 
play in friends' houses or out on the street, they are seldom invited to birthday 
parties. The parents gave numerous reasons for this; the need for constant 
supervision; physical capabilities; access to school friends; and the reluctance of 
other parents and children to include a child who is disabled. These factors combine 
to limit his/her social world and the additional cost to parents is to enable a severely 
disabled child to experience life outside home, school and hospital. 
"They don't play with him, they don't want to know him because he's well a 
social outcast. He got told by the other children you're mad and that hurt 
him just because he went to a different school . .. 
"She's quite happy at home but it's like she sits in and she 'Il watch 
everybody else playing out and that's what upsets me because she can't go 
out. I could weep sometimes because Michelle doesn't get invited to go to 
the pictures. And on the other hand when we invite people to come to our 
house they just don't come and I don't know why... And I could weep, 
sometimes I do . .. 
(Check Back Group, Mobility Disability, 11-16 Years) 
Parents tried to limit the impact of the disability on their child. For example, as 
disabled children were often unable to go out and play with friends, parents took 
them out more often and bought them items to entertain and amuse them. As 
discussed in Section three, this increased the financial costs to parents. Not 
surprisingly, the majority of parents in this study were worried about not having 
enough money and how they would manage financially. Most parents tried to 
protect their children from these concerns and data from the 42 questionnaires 
administered to children suggest that parents were relatively successful in this. Most 
children thought that their families had enough money to live on and that they were 
no worse or better off than other families. This is despite the fact that the majority of 
the families had incomes below the national average as all but a few qualified for 
help from the Farnily Fund Trust. 
Almost half of the children (20) said their parents never, or rarely discussed money 
with them and one third received the items they asked for. However, parents were 
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sure that older children knew about their financial difficulties and limited their 
requests as a result. While there is insufficient data to confirm or refute this belief, 
the indications are that children did limit their requests to things that they thought 
parents could afford. Added to this, nearly all children said they believed their 
parents when they said they could not have an item because their parents could not 
afford it. 
There are many other factors, which contribute to the cost of independence, and not 
all ofthese are financial. Parents spoke of the time and energy required to enable a 
severely disabled child to achieve the most mundane things - time and energy that 
they were unable to spend doing other things. They also described the emotional 
costs to themselves and other family members. While these are offset by the joy of 
seeing a child achieve, the costs are very real and substantial. 
6.6.2 Being prepared for anything 
A priority for parents' when deciding on the minimum essential budgets was the 
need to be prepared for all eventualities. While all children have good and bad days, 
severely disabled children are more unpredictable. Not knowing what to expect 
from one day to the next means that parents need the resources to respond to any 
eventuality. For example when a case study child such as Karen gets ill, it will 
inevitably take her longer to get better than it would other children. During the time 
Karen is ill there may be complications and she might have to go into hospital. The 
unpredictability, more severe illnesses and the extended duration all add to the costs. 
Extra clothes and bedding are needed to allow for additional changing; heating bills 
are higher as the child has to be kept warm; trips to the hospital cost money for 
transport, as do food and drinks while parents are there; there is also the possibility 
ofloss of earnings as parents are unable to go to work, as well as childcare costs for 
other children who still need looking after. 
Being prepared for anything also refers to services and professionals who are said 
sometimes to add to the costs, rather than reducing them. Much of the additional 
financial (and other) costs allowed by parents in the budget standards appear to stem 
from the lack of communication between health, education and social services and 
their apparent reluctance to consult with parents. 
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6.6.3 Compensating for a severe disability 
Compensating to, as well as for, a severely disabled child was a further priority for 
parents and operates at two levels. First, parents try to limit the impact of the 
disabilities on the child so that he or she achieves a reasonable quality oflife and, at 
the same time, attempt to compensate for the way society treats them. All parents 
are aware of the stigma attached to a disability and how other people react to a 
severely disabled child. In order to try and prevent people from staring more and 
reacting badly, parents pay more attention to, and money for, clothes for a disabled 
child than for other children. Having access to a sufficient and constant supply of 
clean and presentable clothes is essential and does add to the costs. 
"Well I think if you don't dress them well, if they don't look really nice then 
people are going to stare aren't they, if their clothes look shabby or anything. 
I mean they stare anyway when they see a child in a wheelchair, or a child 
with some form of disability. I mean they do stare, but if they look untidy 
they will stare even more, so I think it 's very important that they look really 
nice all the time. " 
"Is it essential? " 
"I would say so. " 
"For their self esteem andfor yours, yes. " 
"Yes, I think it is essential. " 
(Check Back Group, Mobility Disability, 6-10 Years) 
Occasionally, parents also incur additional costs when they compensate for the lack 
of facilities and resources in mainstream schools. This ranges from buying special 
safety scissors that a disabled child can use, to larger pieces of equipment. Parents 
found the attitudes of some mainstream schools unhelpful when trying to discuss 
these needs. 
Second, parents try to compensate their other children for the lack oftirne they have 
to spend with them and for the alterations and limitations to their lifestyles which 
results from having a severely disabled sibling. 
"Well, you do (compensate), but I think about you saying you compensate the 
child who has the disability because they can't do things, we, I think 
compensate to the one who is not disabled because there is a lot of things we 
can't do as a family. " 
(Task Group, Mobility Disability, 6-10 Years) 
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Although these costs to the family have not been included in these minimum 
essential budgets they are significant. 
6.6.4 Making life tolerable and obtaining value for money 
Some of the essential additional costs come from the need for parents to make life 
tolerable and this was also a priority for them. Access to a car, with all the attendant 
costs, is vital if severely disabled children are not to be housebound. Safety glass in 
windows, which have been repeatedly broken by a child with behavioural problems, 
is essential not only for the child's safety but also for parents' peace of mind. Often 
the only choice parents have is to meet these additional costs themselves. 
Price versus quality was also an issue that was returned to again and again 
throughout discussions. Do you buy a cheap mattress knowing it has to be replaced 
more often, or do you purchase a better quality bed in the hope that it wi11last 
longer? There were similar discussions around clothes, as they need to be hard 
wearing and able to withstand extra washing. Parents agreed that some of the 
additional costs came from buying better quality items that would last longer. 
6.6.5 'Chasing the Miracle' 
A priority for parents was to ensure they were doing everything they could to help 
their child. Parent used this phrase 'Chasing the Miracle' when describing the 
pressure to try and find ways to help and stimulate a severely disabled child, 
especially if this is on the advice of professionals. When professionals suggest that a 
certain toy or piece of equipment might help they, as parents, would, 
"buy something every week. Every time I go shopping I come back with 
something to try and stimulate him. It's an ongoing process. " 
"You'd move heaven and earth to get it in the hope that it just might help, 
and they're always expensive. " 
(Task Group, Sensory Impairment, 6-1 0 Years) 
This was especiaIly true for parents of younger children, when there remains the 
greatest possibility for improvement. 
"they say to you that this whatever might help them read or walk. Or this 
new diet will help them, calm them down and that is it, you have to have it. 
132 
You wouldn't be able to sleep at night if you thought that you didn't do your 
best, try everything. You're all they have, nobody else wants to know . .. 
(Orientation Group, Mobility Disability, 11-16 Years) 
Parents with older teenage children are more experienced in caring for a severely 
disabled child and tend to trust their own judgement with respect to what might help. 
A mix of cynicism (in relation to the advice given by professionals) and resignation 
to the situation prevents them from immediately rushing into purchasing expensive 
goods and or services. 
When asked if items which could potentially help the development of a disabled 
child are essential, parents agreed that they are, but within reason. They recognise 
that resources are finite and stress they are not asking for the latest pioneering 
treatment, rather they are talking about such things as speech boards, or lightweight 
and electric wheelchairs. While parental hopes are initially for a miracle, that is for 
the impairment to disappear, the irony that getting the correct wheelchair at the right 
time is also described as miraculous encapsulates the difficulties which parents of 
severely disabled children experience. 
6.6.6 The importance of early diagnosis 
Experience has taught parents the importance of obtaining a diagnosis of the child's 
condition as early as possible. Diagnosis acts as a gateway through which parents 
have to pass in order to access services and financial benefits. Some parents 
suspected that there was 'something wrong' with their child from an early age. 
Many were dissatisfied with the speed of response from both the medical and social 
work professions. Parents accepted the difficulty of diagnosing some conditions, 
such as autism, but they also knew that until they had a diagnosis they were excluded 
from any sources of help and support. For some conditions early diagnosis can be of 
major importance to future outcomes for the child and for these reasons receiving a 
diagnosis was a priority for most parents. 
Whilst they were not seeking to have their child 'labelled', parents spoke of the 
emotional relief of knowing exactly what the child's situation was. This was also 
accompanied by the practical relief of being able to complete forms by saying 'my 
child is .. .' or 'my child has .. .'. 
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"It's the knowing what to expect, and that you're not imagining it, that's 
what the diagnosis is. It means you can go to the school or the social and 
say my son needs this because of his condition. I've found that people listen 
to you more when you say what it is he has, it's not right but it is the way it 
is. " 
(Orientation Groups, TraumaticlIntermittent Conditions, 6-10 Years) 
6.7 Summary 
The minimum essential budget standards indicate that it costs at least three times as 
much to bring up a severely disabled child as a child who is not disabled. These 
budget standards have been negotiated and agreed by parents and they are not asking 
for the moon. The budgets do not allow for the purchase of the latest 'miracle cure' 
or for designer label clothes. Rather the budget standards represent the minimum 
which parents believe would allow severely disabled children and their families to 
have a decent and dignified lifestyle. Their aspirations in drawing up the budgets 
standards are no different to those of most parents, namely to ensure that each child 
can achieve herlhis full potential and the best possible quality oflife. The following 
chapter explores whether parents of disabled children can afford to meet the level of 
spending suggested by the budget standards. 
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CHAPTER 7 
7.1 Introduction 
PARENTS' SPENDING AND THE BUDGET 
STANDARDS 
This chapter begins by examining the data on parents' expenditure patterns in order 
to establish how much parents are actually spending on children with a severe 
disability. These data are then compared with the budget standards so as to explore 
whether parents can afford to provide their disabled children with the items and 
services they deemed essential. The final section of this chapter examines parents 
spending alongside the income from statutory benefits that disabled children are 
entitled to claim and discusses whether this level of income is adequate to meet their 
needs. The budget standards and the expenditure data have been uprated by the 
Retail Price Index to year 2000 figures. 
7.2 Spending by Parents 
On returning the diaries, parents were keen to stress that spending varied according 
to the health of their child so that during the data collection period some had spent 
less than usual and some more. For example, some parents reported that their child 
had been ill and had not been able to go to out or participate in activities. Other 
parents reported that their spending, especially on activities during the data 
collection period, was higher as they were taking advantage of the fact that their 
child was well and able to do things. 
"All children rule the roost but even more if they are like ours [have a severe 
disability]. You have to work with them and change your plans to fit with 
how they are. If he isn't well you can't go out; we've even missed our 
holiday because he was ill at the last moment. So when he is able to do 
things we do them and I worry about the money later because I think to 
myself that you don't know the next time he will be up to it. " 
(Orientation Group, Mobility Disability, 6-11 Years) 
Throughout this section average spending figures are described. This will help to 
'iron out' some of the discrepancies between those parents who had spent more and 
those who had spent less during the diary week. In addition, all spending data have 
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been carefully examined and a small number of very large items that were 
significantly distorting the average spending figures have been removed. 
7.2.1 Spending! 
A total of 182 parents recorded their spending on goods and services for their child 
over a seven day period; of these 68 per cent of the children were of school age and 
32 per cent were aged under five years. 
Figure 7.1 shows that parents spent on average £65.51 per week. As 85 per cent of 
families had an income of £300 or less per week, spending this amount on their 
disabled child accounted for at least one-fifth of total family income. It should be 
borne in mind that the average spending figure does not include spending on food for 
this child and so is an underestimate of weekly spending. 
Spending on everyday items accounted for almost two-thirds of parental spending. 
There are three components of parental spending: day-to-day expenditure; presents 
and non-school activities; and lastly, holidays. Spending on day-to-day items 
included pre-school and school items; clothes; toiletries; medical items and extras 
such as books, videos and games etc accounted for almost two-thirds of parental 
spending. All parents regarded these items as essential and shared the experiences of 
this mother who said: 
"I'm careful with money, I know I don't waste it. I only buy what we need 
but Helen [disabled child] needs more than her sister, more nappies, more 
clothes, more creams, more things to occupy her because she is stuck in here 
with me all the time. I have two children and I know it costs more, a lot more 
for He/en and there is nothing you can do. You just have to pay it. " 
(Task Group, Sensory Impainnent, 0-5 Years) 
In order to allow for this level of spending parents developed financial coping 
strategies. For example, in the group discussions parents spoke of going without, 
relying on help from families when it was available and going into debt. One mother 
organised regular car-boot sales, as this was the only way she could find to afford the 
items her child needed. This required a considerable amount oftime, as she had to 
The diaries recorded regular spending and in order to produce a more complete estimate, these 
data were supplemented by information from the self-completion questionnaires on less regular 
spending such as Christmas, birthdays, holidays, etc. 
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collect and sort things to sell, go to the car boot sale and clear up afterwards. While 
the majority of parents were creative and careful money managers, achieving the 
required results took time and energy - two things that for many parents were in even 
shorter supply than money. Given the high proportion of their income required to 
meet the needs of their child, it is not surprising that one mother said: 
"When I tell people how much I payout a week they look at me as if I'm mad. 
They think we've got loads of money and we're living a life of luxury and go 
on fancy holidays. Then they come and see where we live and I tell them we 
haven't had a holiday for almost ten years. I know some don't believe me but 
it's true. All my money goes on what we need and when it doesn't stretch I 
get into more debt because there is nothing else I can do. " 
(Orientation Group, Mobility Disability, 11-16 years) 
Figure 7.1 Average Weekly Spending 
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Figure 7.1 indicates that the three main items of expenditure were children's 
possessions (an average of £13.50 per week), clothes (an average of £12.86 per 
week) and non-school activities (£12.37). Parents spent least on birthdays (an 
average of £2.18 per week) and Christmas (an average of £3.25 per week). Parents 
were aware that they spent what they regarded as a considerable amount of money 
on day-to-day items but they insisted that the reasons for this were simple; either 
their child needed more of a particular item and/or it was expensive. The 
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explanations for the levels of parents' spending are the same as the rationale for the 
amounts allocated in the budget standards: that is parents spending was dictated by 
their children's needs but it was limited by what they could afford. 
7.2.2 Spending and lone parents 
Lone parents spent substantially more than two parent families (Figure 7.2); lone 
parents spent on average £82.27 per week compared with two parent families who 
spent £59.57 per week. Lone parents spent more on day-to-day items and activities. 
They spent, on average, approximately twice as much as two parent families on 
school activities (£10.39 and £5.21), and over one and a half times as much on non-
school activities (£16.98 and £10.57). Lone parents spent £8.00 more than two 
parent families on things to amuse and occupy their children (£19.39 and £11.22). 
The only two items on which lone parents spent less than two parents were 
Christmas (£2.98 compared with £3.34) and holidays (£3.91 compared with £4.55). 
Figure 7.2 Spending and Family Type 
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The explanation for much of this extra spending by lone parents on every day items 
can be found in their descriptions in the group discussions of how coping on their 
own meant simple practical tasks took longer, leaving them less time to do other 
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things. For example, one parent described how she spent money on items so as to 
free her to do other things such as housework or to spend time with her other 
children. 
"When there is only one of you, you have to be everywhere and do 
everything. Doing things with James takes longer, getting him dressed, 
giving him a bath. Everything takes longer so you have less time to do other 
things. If 1 want to do the housework, or help the others with their 
homework, I have to make sure James is all right, and he has something ta da 
sa I buy a game, paints or a video. Ifhe gets bored he throws things, ar he 
breaks something and that ends up costing more. It's not his fault. " 
(Check Back Groups, TraumaticlIntermittent Condition, 11-16 years) 
However, this explanation does not account for the difference in spending on school 
activities by lone and two parent families. Spending on school items and activities 
included buying books, sports equipment, craft items, parties, trips, and sponsorship 
money. The only item that two parent families spent more was on school books; for 
all other items lone parents spent more. The difference in spending for all items 
except school trips was small, that is less than £1. However, the difference in 
spending on school trips was more substantial in that lone parents spent on average 
£3.50 more per week than two parent families. 
7.2.3 Spending and severity of disability 
It had been anticipated that spending would increase with the severity of the child's 
disability but the data suggest this was not the case. There was no significant 
difference in overall spending according to the severity of the children's conditions. 
Parents of children with the most severe disabilities spent on average £67.44 per 
week compared with £68 for children whose disabilities were relatively less severe. 
While parents of children with the most severe disabilities spent slightly more on 
medical items, toiletries and laundry, they spent less on clothes and on things to 
amuse and occupy their children. The difference in spending on each budget item 
was small, less than £ 1.50. It should also be remembered that all the children who 
participated in this study had severe disabilities and this may explain why there was 
so little variation in spending. 
"1 have been sitting here listening to the others talking and I'm surprised that 
even though all our kids have different things wrong with them, it is the same 
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story. We've all got our own way of coping and no matter what the problem 
is you can't make do, if she needs something then you have to get it. " 
(Task Group, Mobility Disability, 11-16 Years) 
7.2.4 Spending, income and benefit receipt 
All parents were adamant that they spent the amount necessary to meet the needs of 
their child, irrespective of income. To achieve this they spent less on themselves and 
made other savings to allow for the required level of spending. However, Figure 7.3 
shows that families with the highest income spent most: the 15 per cent of families 
with net incomes greater than £300 per week spent on average £82.70 per week. 
Figure 7.3 Parental Spending and Income 
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While the 47 per cent offamiIies whose weekly income was less than £200 spent on 
average £68.13 per week, it was families whose income was between £200 and £300 
who spent least, on average £59.13 per week. The item of the budget in which there 
was greatest difference according to parental income was clothes. Parents with the 
highest incomes spent more almost twice as much on clothes as those with the 
lowest incomes. Although the group discussions provide no definitive explanation 
for this difference in spending, there is a suggestion that parents with higher incomes 
opted for better quality items of clothing, which cost more. 
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Spending varied a little according to the number of benefits parents received with 
those who received the most benefits, spending more (£72.28 compared with 
£63.60). Although this difference is not significant it suggests that parents are using 
the extra money they receive to meet the additional costs oftheir child's disability. 
"When we found out we were entitled to these benefits and started getting the 
money, it made a big, big difference to us. You do need more for her and me 
not being able to go back to work, meant we weren't able to manage. 
Getting the extra money made it a bit easier. We don't have lots of money, 
we've got no savings left, but at least we get by. All the extra money we get 
from her benefits, all goes on things for her. " 
(Orientation Groups, Sensory Impairment, 6-11 Years) 
7.2.5 Spending and age 
Spending on disabled children did not increase greatly for the older children. Parents 
of children aged up to and including five years were spending on average £60.18 per 
week; the average spending for children aged between six and ten years was £68.73, 
and for the oldest age group it was £67.61 per week. The relatively small difference 
in spending can be accounted for by the amount parents spent on items and activities 
for school (Figure 7.4). Parents of school aged children spent on average an 
additional £9.35 per week on this items. 
"When mine went to school, it cost us more. It was always money for this or 
that. " 
"You see, because they can't always use the equipment, you end up having to 
get stuff they can manage . ... and it's not always sent home, so you need one 
set for school and another for home . .. 
(Task Groups, TraumaticlIntermittent Conditions, 6-11 Years) 
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Figure 7.4 Spending by Age Groups 
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Average spending by parents of children aged up to five years was higher for 
laundry, toiletries, medical items, children's possessions and non-school activities. 
In the group discussions, parents explained that spending on these items was often 
higher as it was only with time that parents' discovered what their child needed, 
which items they were able to use and which were of most use. These discoveries 
were usually only made by trial and error and involved parents buying the items and 
seeing what worked. This leaming curve often meant that parents spent more. 
Figure 7.4 shows that average spending on toiletries and medical items decreased as 
the child got older. This was not necessarily because parents required fewer ofthese 
items, rather it was only as the child got older that parents had established a routine 
and knew what worked best for them and their children. Added to this was the fact 
that it took parents time to find out about the services and statutory provision that 
were available to them free of charge. While professionals informed some parents 
about statutory service provision, others relied on informal networks. For example, 
access to this information usually coincided with the child going to school, as this 
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was when parents met other families who knew the medical and social service 
system. 
Costs for these items were also higher for younger rather than older children 
because, in order to qualify for services, parents had to have received a diagnosis. 
For some parents this was problematic as often it took considerable time to get a 
diagnosis. 
HI don't know if this is standard, but I know I was told that they [doctors J 
don't like to give a diagnosis until she is older. I understand why they do it, 
but everyone knew that there was something wrong. The waiting just meant 
that we had to cope on our own and that we couldn't get help. You see, on so 
many forms you have to be able to say my child has this disease, you need the 
diagnosis . .. 
(Check Back Groups, TraumaticlIntermittent Conditions, 11-16 Years) 
For many parents diagnosis acted as a gateway to health and social services as weIl 
as financial benefits. 
Parents of older children spent more on clothes (the reasons for which have been 
discussed above), Christmas, birthdays and holidays. Parents of older children 
explained that they spent less on possessions because their children were now at 
school. This meant that parents had help to amuse, occupy and stimulate their 
children. 
7.3 Comparison of Parental Spending on Disabled and Non-Disabled 
Children 
Relatively little is known about the nature of the added financial costs that parents 
incur in bringing up a child with a severe disability compared to a child who does 
not have a disability. In order to explore this, spending data from this study were 
examined alongside those from the first national survey of spending on children, 
SmaIl Fortunes (1997). To enable direct comparisons between the two data sets to 
be made it has been necessary to disaggregate some budget items, for example, 
nappies now appear as a category on their own; and to aggregate other categories 
such as 'other regular spending', which includes children's possessions, medical 
items and toiletries. 
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Parents of a disabled child spent on average twice as much on comparable categories 
of expenditure as parents whose child did not have a disability, (£65.51 and £31.22 
respectively), despite the fact that parents of disabled children have incomes well 
below the national average. These data suggest that in order to maintain this level of 
spending, parents must be making considerable economies in other aspects of their 
budgets. As mentioned above, discussions with parents indicated that they often 
went without and/or accrued debts so as to afford essential items. 
Figure 7.5 shows that parents of disabled children spent considerably more on 
everyday items, spending more than four times as much on the category 'other 
regular spending' which includes children's possessions, medical items and 
toiletries. Parents in the group discussions described needing more items to amuse, 
occupy and stimulate their children, many of which were more expensive than those 
used by children without a disability. Also many disabled children needed more 
toiletries and non-prescription medicines which were used for a longer period. 
On average, parents of disabled children spent almost two and a half times as much 
on non-school items and activities compared with parents of non-disabled children 
(£12.37 and £5.22 respectively). Activities for disabled children often cost more as 
they are specialised or need to be on a one-to-one basis. Parents of disabled children 
spent more than twice as much on clothes to allow for the additional wear and tear 
and to accommodate the extra changes their children required compared to parents of 
non-disabled children. Finally, parents of disabled children spent more on school 
activities to compensate for the lack of specialised equipment, especially in 
mainstream schools. Parents of disabled children insisted that the extra expenditure 
was directly related to the needs of their child. 
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Figure 7.5 Comparison of Parental Spending 
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There were only two areas of spending on which parents of non-disabled children 
spent slightly more; Christmas presents and holidays. It may be that because these 
parents spent less on the essential everyday items, they had more money available to 
spend on 'treats'. It should be noted that the majority of parents who participated in 
this research received help from the FFT and most obtained a holiday grant of up to 
£300, thus restricting their spending on this budget area. The data reveal that the 
same pattern of spending more on everyday items and less on Christmas and 
holidays for disabled children holds true irrespective of the age of the child. 
7.4 Buying New or Second-Hand Items 
The data from the inventories show that the majority of items bought by parents were 
new. There were two main reasons that parents gave for not using second-hand 
goods. First, most parents were unable to invest the time needed to look for suitable 
items since many ofthe children required very specific items, such as clothes with 
Velcro rather than buttons, or equipment that was safe to use with a child with a 
severe impairment. Secondly, some parents regarded second-hand goods as a false 
economy since they did not last as long as those bought new. 
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Borrowing items from friends or organisations was also not an option for many 
parents. This was because either the items were unsuitable or parents were 
concerned they would be damaged by the extra wear and tear. 
7.5 Support from Family, Friends and Organisations 
Examination of the data contained in the inventories highlighted that parents 
provided the majority of items for their child (Table 7.1). The main exception to this 
was the provision of medical equipment, most of which was provided by statutory 
organisations. Medical equipment included items such as wheelchairs and lifting 
equipment. Organisations also supplied 15 per cent of the computing equipment for 
educational use to which children had access, and also provided specialised footwear 
to 16 per cent of children in this study. 
Although limited, parents were grateful for the help provided by grandparents, other 
relatives and friends. Relatives and friends bought or handed on clothes, videos, 
toys and travel items such as car seats and pushchairs. These gifts were important to 
parents and children because they meant that parents did not have to meet the cost 
but, perhaps more importantly, that other people treated their child as they did any 
other. 
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Table 7.1 Who Provided the Majority of Items 
Percentages 
Item Parent Absent Grandparent Other Friend Organis 
Parent relative -ation 
Travel Equipment 82 2.6 5.1 2.6 7.7 
Computer & 79.4 5.9 14.7 
accessories 
Bed equipment 95.5 1.5 1.5 1.5 
Audio/visual 88 1.5 3 3 1.5 3 
Baby clothes 96.3 1.9 1.9 
School clothes 94.4 2.8 2.8 
Home clothes 92.6 1.9 1.9 3.7 
Outdoor wear 94 4.1 2 
Underwear 98 2 
Nightwear 90.5 2.4 2.4 2.4 2.4 
Footwear 81.4 2.3 16.3 
Toys and games 98.5 1.5 
Medical 4.5 95.5 
equipment 
7.6 Spending and the Budget Standards 
The budget standards represented what parents agreed was the minimum essential 
amount a child with severe disabilities should have to obtain a reasonable quality of 
living. In this section the budget standards are compared with what parents actually 
spent on their children. To enable direct comparisons to be made the budget 
standards have been adjusted so that they only include items of spending covered by 
the diaries. Food has been dropped completely, because as was mentioned above, 
the data collected in the diaries proved impossible to cost reliably because parents 
found it difficult to record accurately quantities of food. Also the budget standards 
allowed an amount of money to cover the costs of school and non-school activities, 
transport, birthdays, Christmas and holidays. Therefore in the discussion that 
follows these items are presented as one category, activities, transport and occasions. 
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7.6.1 Spending deficit 
Examining the budget standards alongside actual spending data revealed the shortfall 
between minimwn essential needs and actual spending. 
Parents spent less on their children on average than the budget standards. The 
budget standard for the six items; clothes, laundry, toiletries, medical items, 
children's possessions, and 'activities, transport and occasions', was £120.67 per 
week: parental spending for these same items was £65.51 per week. This means that 
there was a spending deficit of 46 per cent. According to these data parents were 
only able to provide children with less than halfthe items that they regarded as 
essential. Parents were only too aware that they could not afford to meet the level of 
spending implied by the budget standards as demonstrated by this parent: 
"I'd love to be able to spend that much every week but no way can I afford it. 
If I spent that on her there would be nothing left for the rest of us. There 
would be no money for food or bills, for nothing. I'd like to but no way . .. 
(Check Back Groups, Mobility Disability, 0-5 Years) 
Figure 7.6 shows that for five of the six comparable items parents spent considerably 
less than the budget standard. 
Figure 7.6 Parental Spending and Budget Standard 
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Parents came closest to meeting the budget standard on medical items: the budget 
standard allowed for an average of £3.30 and parents spent £3.21 per week. 
However, for clothes; laundry; toiletries; medical items; activities; transport and 
occasions, parents' spending was approximately half of the budget standard. This 
means that parents spent about half as much as they had agreed was necessary to 
provide a disabled child with the minimum essential to achieve a reasonable quality 
oflife. 
"It's hard because you want to do more. . .. I spend what I have, sometimes I 
spend more than that. Me and her dad do without and we manage, but it's 
not easy for me or her. She knows we worry all the time about money and 
bills, so she doesn't askfor things. What a way to live! She has to put up 
with all that's wrong with her and then to have us worrying about whether 
we can pay the electric bill because she has had to have the heater on. " 
(Task Groups, TraumaticlIntermittent Conditions, 6-11 Years) 
7.6.2 Average spending and the budget standards by age 
Figure 7.7 shows that the greatest shortfall between average spending and the budget 
standards was for the youngest children, that is, those aged less than five years. 
Average spending for this age group was £60.18 per week and the budget standard 
was £137.57: a spending deficit of 56 per cent. This deficit was reduced to 36 and 
42 per cent for children aged six to ten and 11 to 16 years respectively. If this 
shortfall between spending and the budget standard is taken as an indicator of unmet 
needs, then this is greatest for children less than five years of age. 
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Figure 7.7 Parental Spending and Budget Standards by Age Groups 
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Parents of the youngest children also had slightly lower incomes and received fewer 
benefits than those of older children, which meant that they had less money to meet 
the budget standard. Approximately 53 per cent of parents of the youngest children 
had incomes of less than £200 per week and the same proportion received a 
maximum of three benefits. This was compared with 37 per cent of six to ten year 
olds and 48 per cent of 11 to 16 year olds whose parents had incomes ofless than 
£200 per week. These parents also received more benefits; 66 per cent of parents of 
six to ten year olds and 54 per cent of 11 to 16 year olds received four or more 
benefits. 
7.6.3 Spending priorities 
Despite the differences between the budget standard and actual spending levels the 
priorities of parents were similar, regardless of the age of the child. Figure 7.8 
shows that while there were small variations between the percentage of parental 
spending allocated to each area and the budget standard, in general spending 
priorities were the same. This confirms that the budget standards reflect parents' 
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actual spending priorities. The highest percentage of both actual spending and the 
budget standards were allocated to activities, transport and occasions (43 per cent 
and 45 per cent respectively). 
Figure 7.8 Comparison of Spending and Budget Standard Priorities 
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For the youngest children the biggest differences between the percentage spent on 
each item and that allocated to the budget standard, were for medical items, 
children's possessions and trips and activities. The budget standards suggest that 
parents need to spend about 65 per cent of their budget on trips and activities, 
however the expenditure data shows that parents are able to spend 37 per cent. This 
pattern changed slightly for six to ten year olds. Parents of these children spent less 
on laundry and toiletries but more on possessions and trips and activities. For 
parents of the oldest children the biggest difference between the percentage spent 
and the budget standard was for clothes. 
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7.7 Benefits for Children with Disabilities 
The fact that children with disabilities cost more than other children is recognised by 
the benefits system. Parents of children with disabilities can apply for a confusing 
array of benefits. Some are additional sums within existing benefits (Disabled Child 
Premium in Income Support), others are benefits specifically for people with 
disabilities (such as Disability Living Allowance (DLA». Some benefits may be 
available to those whose income falls below a certain level (Disabled Child Premium 
in Income Support). The sums alIowed can be flat rate (Disabled Child Premium) or 
vary according to severity of the disability (DLA has different rates for the care and 
mobility components depending on severity). Eligibility for some benefits is 
dependent on the claimant meeting certain criteria or already being in receipt of 
other benefits. The problem for some parents is that they were not aware of their 
own and, indeed, their child's entitlement to benefit and found the system 
bewildering. 
''I'm sitting here listening and I never knew you could get these benefits, 
nobody told me. 1 just thought they knew Mark was disabled and we don't 
work so we got what we got . .. 
"Well 1 used to work for the Employment Service, so I know about benefits 
but I still ended up in tears on the phone trying to persuade someone that 1 
was entitled to the higher rates. So knowing doesn't always help . .. 
(Task Group, Mobility Disability, 6-10 Years) 
Table 7.2 shows the benefits and the maximum amounts to which a severely disabled 
child might be entitled in 2000/200 I. 
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Table 7.2 Maximum Benefits for Children with Disabilities 2000/2001 
Benefit 
Child Disability Payments 
Disability Living Allowance Higher Rate - Care Component 
Disability Living Allowance Higher Rate - Mobility Component 
Income Support, Disabled Child Premium 
Total 
General Children Payments 
Income Support 
Minus Child Benefit 
Total 
Total Child Disability Payments + General Children Payments 
Amount (£s) 
53.55 
37.40 
22.25 
113.20 
26.60 
15.50 
11.60 
124.80 
Parents might also be entitled to Invalid Care Allowance in recognition that many 
carers are prevented from entering the labour market. Since Invalid Care Allowance 
is paid to the carer, or in this case the parent, rather than the child, its value has not 
been included in the calculations below. Also as Child Benefit is claimed back 
pound for pound for those in receipt Income Support it has not been included as part 
of benefit income. 
Since the original study was completed in 1997/98 the benefits rates for children 
have increased and the age relativities have altered so that in 2000/01 the levels of 
benefit are the same for children aged up to 16 years. In 1997/98 the maximum 
benefit income for a child with a severe disability was on average £113.03. This 
assumes that the child was entitled to the additional premiums available. 
In 2000/2001 this situation had improved and Table 7.2 shows the maximum benefit 
income for a child with a severe disability was £124.80 per week. This represents a 
significant improvement in that during this period benefits for children with severe 
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disabilities increased by almost ten per cent. However, £124.80 assumes that the 
child is receiving their full entitlement at the highest rate. If children receive the 
middle rate ofDLA care component and the lower rate ofDLA mobility component, 
their maximum benefit income would drop to £83.85 per week. 
7.8 Benefit Adequacy 
This section compares the minimum budget standards with the maximum benefits to 
which children might be entitled to in 2000/2001. The budget standards referred to 
below include all items identified by parents as essential. The items included are 
clothes, bedding, laundry, toiletries, food, furniture, equipment, transport, children's 
possessions, trips, activities and occasions and adaptations. The amount necessary to 
meet their children's needs was £152.77 per week. 
The difference between the maximum benefit income and the budget standard is 
£27.97 per week, which means that there is a shortfall of22 per cent. While this is 
significant for parents the situation has improved since 1997/98 because of the 
increases in benefits for children and the premiums available to children with severe 
disabilities. These have helped to reduce the deficit between the budget standard and 
benefit income. 
However, very large assumptions were made in calculating the maximum benefit 
income. First, it was assumed that children with disabilities receive their maximum 
benefit entitlement. While nine out often children received Disability Living 
Allowance, this was not always at the maximum rate. Parents were keen to stress the 
difficulty they experienced in: 
• finding out which benefits they were entitled to; 
"There is a definite lack of communication concerning what you are entitled 
to. JJ 
"And unless you read about it or someone else tells. " 
"Unless somebody tells you because / didn't know how old they had to be for 
Motability. " 
"/ didn 't know about attendance allowance, disability living allowance. " 
(Task Group, TraumaticlIntermittent Conditions, 6-10 Years) 
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• filling in the fonns; 
"They are extremely long winded. " 
"You're filling out the same questions over and over again. " 
"When you're trying to get into the system first of all, youfill out aformfor 
disability, fill out a form for other benefits that you can get as well, then 
you're filling out forms for your statementing and the statementing process is 
horrific, you have to write reports. " 
(Check Back Group, Mobility Disability, 0-5 Years) 
• being assessed; 
"everybody you see has to do an assessment, it's all in the files, can't any of 
them read?" 
(Orientation Group, Sensory Impairment, 6-10 Years) 
• appealing when they were either not awarded the benefit at all or given the 
incorrect rate. 
"Just claiming for the benefits that you're entitled to, you have to appeal, the 
things they send you, they're enough to put anyone off, ... it takes you a week 
to fill it in and it's madness. " 
"Further on they'll ask you the same questions in a different way, and I 
reckon it's to try and catch you out. So I always keep a copy of everything. 
When I first applied for disability money, it took me nearly two years to get it 
I had to constantly fight, appeal it. " 
(Check Back Group, TraumaticlIntennittent Conditions, 0-5 Years) 
7.9 Summary 
This chapter examined the actual spending of parents and found that, excluding food, 
the spending data showed that parents of disabled children spent on average £65.51 
per week. This was almost twice as much as parents of non-disabled children. The 
higher level of spending was on day-to-day items rather than on holidays, birthday 
and Christmas presents. All the parents in this study spoke of the financial 
difficulties they had experienced in trying to provide their child with the things they 
needed. 
When the data on parental spending were examined alongside the budget standards, 
the picture that emerged was one of parents who, whilst struggling to do their best, 
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are unable to provide their children with the goods and services they believed to be 
essential for a reasonable quality oflife. On average parents would require £152.77 
per week to enable them to meet the budget standard. 
This chapter suggests that while the financial situation has improved, in that benefits 
for disabled children have increased, there is still a shortfall between benefits and the 
budget standards. The difficulty for parents of disabled children is that, as well as 
worrying about the lack of money, they have other pressing concerns. The following 
section considers some of these. 
Throughout all the group discussions, parents were adamant that the additional 
financial costs of bringing up a child with a severe disability which they had 
identified were not excessive. Although the budget standards demonstrate the real 
financial costs to parents, the spending data highlight the gap between what parents 
need to spend and what they can afford to spend. The extra items identified in both 
the budget standards and the spending data are necessary for both parents and 
children, because without them parents simply do not have enough time to care for 
their child as they would wish. 
However, parents also emphasised costs other than the purely financial ones, and the 
following chapter explores in detail the emotional costs to parents of bringing up a 
disabled child. 
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CHAPTERS 
S.l Introduction 
PARENTS' SOCIAL AND EMOTIONAL 
ADJUSTMENT TO CHILDHOOD DISABILITY 
Chapters 6 and 7 explored the additional financial costs of bringing up a child with a 
severe disability and demonstrated how spending on essential items accounted for 
the bulk ofparentaJ spending. However, despite spending 'as much as they could' 
there was a shortfall between what parents spent and the things they believed their 
children needed. The focus group discussions revealed that this shortfall was not 
restricted to spending. Rather, parents reported similar deficits between needs and 
resources in other areas of their lives. For example, many parents felt they needed 
help and support from professionals and their own families, especially on learning 
that their child had a particular impairment or condition. In reality such help and 
support was not always forthcoming and, when it was available, it was often not 
tailored to their particular needs. 
The lack of practical and emotional support produced particular tensions and 
difficulties for all involved. This section describes how, while struggling to 
reconcile the additional financial costs with the needs of their child, parents also had 
to confront new and unexpected experiences. In essence, they had to construct a new 
way of life so as to accommodate and include all aspects of their 'new' existence. 
Within this new existence, relationships, obligations, aspirations, responsibilities as 
well as one's sense of self, had to be redefined and renegotiated. This chapter draws 
upon the personal experiences of parents discussed in the focus groups to illustrate 
how parents adjust to childhood disability. 
S.2 Reconstructing Family Life 
Parents acknowledged that the process of transition and adjustruent for all new 
parents was difficult but suggested that for them it was especially overwhelming and 
described it as follows: 
"You never expect this and you're never prepared. " 
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"For a brief moment your hopes vanish and you're left holding your fears 
literally. " 
"But, then all you feel is love: the wony, the guilt comes later but so does 
the joy and the pride - all you really have is a child, not a child who is this or 
that but a child. " 
(Orientation Group, Mobility Disability, 11-16 Years) 
All the parents who participated in this study reacted and responded to the news that 
their child had a serious medical condition in different ways. Some parents had 
suspected that 'there was something wrong' and confinnation was in some senses, a 
relief. 
"I knew there was something wrong. She was so quiet, she didn't cry, but 
she didn't really respond to other things either. When I said anything to my 
health visitor or anyone else, they just said I should be grateful she didn't cry 
all the time. But I knew she wasn't right but nobody would believe me. 
When they told me I was shocked and angry, they should have listened to me 
before. This was one time when I wanted to be proved wrong but ... now I 
know, I'm finding out what helps and I'm doing things. I don't just worry 
and I'm not frightened. " 
(Check Back Group, Sensory Impainnent, 6-10 Y ears) 
For other parents it was evident either at the birth or shortly afterwards that their 
children had a serious condition, although further tests were often required which 
delayed diagnosis and prognosis. Parents in this situation were equally devastated 
that their baby was seriously ill but they spoke about the excellent care they received 
from the specialist baby units. This did not lessen their shock, but it reassured 
parents that everything possible had been done and reduced feelings of anger. 
"The pregnancy had been great. All the tests were ok. There was no hint 
that anything was wrong. The doctors said it was just one of those things. 
No explanation, so we were shocked. We cried. Seeing something that small 
fighting with its tiny body to breathe. You don't think beyond the moment. 
The doctors did everything they could. You can't describe the feelings, of 
worry, of wanting them to be ok. This little baby that you love more than 
anything or anyone and all the machines. " 
(Task Group, Mobility Disability, 6-10 Years) 
Receiving a diagnosis or confinnation that there was something 'wrong' with their 
child, was very important to parents as it often signified the point at which they were 
able to begin to contemplate their future and to 'think beyond the moment '. The 
evidence from this study is that parents need this infonnation to enable them to begin 
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to reconstruct family life and address fears, worries and feelings that previously had 
been hidden away. This rebuilding process did not happen instantly: often there was 
some considerable time between hearing the news, understanding and accepting it. 
But, on reflection, parents reported that 'being told' represented a turning point in 
their lives. For many it was only from this time that they started to regain some 
control over their own as well as that of their child. This was particularly so for 
parents who had suspected their child suffered from a particular condition but who 
experienced a long delay in getting a diagnosis. 
All parents emphasised that the process of rebuilding family life was slow and 
difficult. They had anticipated and hoped to be a typical family: mum, dad and baby. 
Their reality was somewhat different. By having a child with a severe impairment 
they were atypical: they were not a 'normal family' and felt excluded. 
"When you have a child like ours, everyone sitting at this table will tell you, 
you are treated differently. I thought it was me and I imagined it but 
listening to everyone else, I know I wasn't . .. 
(Check Back Group, TraumaticlIntermittent Conditions, 6-10 Years) 
Parents were suddenly exposed to the attitudes that many disabled people and 
terminally ill patients encounter every day: they were marginalised and ignored. The 
discussions with parents suggested that' other people' did not want to associate with 
anyone who was 'less than perfect' or different from everyone else. By deviating 
from the 'norm' parents and children appeared to threaten the illusion of normal 
family life. 
"When I went into a room people would stop talking. No-one asked about 
Tom. It was as if he didn't exist. When I mentioned him they aI/looked 
uncomfortable. Nobody knew what to say. None of them ever asked to hold 
him, they wouldn't go near him. Were they frightened they'd catch 
something? .. 
(Task Group, Mobility Disability, 0-5 Years) 
Many parents said that it took time for them to adjust to their child's condition. 
During the initial period, the practicalities ofiooking after their child and 
establishing workable routines meant that there was little time for them to confront 
their own feelings. One parent described this activity as a cocoon in which she 
wrapped herself so tightly that little if anything could get beyond her hard work or 
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exhaustion. This cocoon enabled her to keep the world at a distance so that she did 
not have to deal immediately with its harsh stares and unthinking questions and 
reactions. Even those parents who struggled to obtain a diagnosis had similar 
experiences in that the 'battle' with professionals, combined with the practicalities of 
their child's condition, left little time for anything else. With the benefit of 
hindsight, some parents said that life at this time was 'like living in a blur'. 
During this initial period parents said that whilst some of their family and friends 
were quite supportive, others were not. Some parents were disowned and others 
blamed. Parents described how the birth of a child, which should be a happy family 
occasion, was sometimes transformed into a hostile and loveless event. 
"I come from a bigfamily and I got two cards from them saying 
congratulations. Most of them wouldn't have anything to do with us. I 
couldn't believe it. I was heartbroken . .. 
(Task Group, Sensory Impairment, 0-5 Years) 
Frequently, normal social relationships with family and friends were strained. 
Parents accepted that the social rules that ordinarily influence behaviour were 
inadequate. They were aware that many people simply did not know what to say or 
do, but many parents stressed that they felt the same. Receiving a diagnosis 
somehow changed this situation in that it eventually gave parents the confidence to 
challenge others' behaviour. 
"I doubted everything. The way we were treated I thought they must be 
right, it's my fault. I'm a bad mother. When I found out what it was, I 
thought they're wrong. It's not me. No-one's to blame and they have to get 
used to it." 
(Check Back Group, TraumaticlIntermittent Conditions, 6-10 Years) 
This is part of the explanation why getting a diagnosis or formal acknowledgement 
that something was 'wrong' was so important to parents. While parents were not 
seeking to have their child labelled they spoke of the emotional relief on knowing 
exactly what the child's situation was and of what to expect. It also reassured 
parents that they were not to blame and that they were good parents. 
As parents grew in confidence they were able to establish new social rules. For 
example, they challenged behaviour that excluded them and their child; they 
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demanded that their child was treated fairly and had the same rights as other children 
and they refused to be pitied and then dismissed from social gatherings. One parent 
was particularly infuriated and frustrated by how people responded to her autistic 
son. When he had a temper tantrum and people stopped to look and comment on 
how he only 'needed a good smack', she would hand out cards suggesting they 
contact the autistic society for more information. This direct action was at some 
personal cost and came about after many years of being exposed to such ridicule. 
Setting the rules for what was acceptable meant she was no longer made to feel 
inadequate or apologetic. It was not her, nor her son's behaviour that needed to 
change, rather it was other people who were in the wrong. This action was unusual, 
but other parents who listened to this story were impressed by it, and said that they 
wished they had thought of it and had the courage to do the same. 
8.3 Public Entity and Invisible Family 
The descriptions above of parents' experiences offamily life highlight certain 
contradictions and paradoxes. The parents regarded themselves as a family with a 
child and expected to be treated accordingly; yet experience taught them that they 
were treated differently. It appears that the effect of the news that their child had a 
serious condition, regardless of when it came to light, was to transform them into a 
family apart. They were no longer 'ordinary'. Few people saw beyond their child's 
condition and recognised and accepted them as a family with similar hopes, fears and 
ambitions as any other. 
Parents reported that they stopped being treated as a family and, whereas other 
'normal' families participated in every day events, they were excluded. However, it 
was not the physical exclusion that parents found most difficult to deal with, rather it 
was the change in attitudes that devastated them. Their experience was that as a 
family they no longer evoked positive feelings from people but instead were pitied. 
By being treated as a 'matter of regret' they were stripped of their family status and 
denied the same emotional and social worth as 'normal' families. The discussions 
with parents suggested that because they did not function as a 'typical' family, they 
ceased to be one and became invisible. 
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"It was like we didn '( exist. Nobody wanted to know us. " 
(Orientation Group, TraumaticlIntermittent Conditions, 11-16 Years) 
However, the contradiction was that despite their invisibility they were a public 
entity. The majority of parents in this study reported that when they went out with 
their child everybody stared at them, but they added that few people looked directly 
at them and even fewer saw a mum and a child. Parents were also aware that they 
and their child were often the topic of conversations with friends, neighbours and 
passers-by. Yet despite this, parents said few people would talk to them and many 
had the experience similar to the mother quoted above, of conversations stopping 
when they entered a room. 
Parents reported a similar contradiction in the way in which they were treated by 
health and social professionals. In their experience they as families were subsumed 
by their child's condition and were for example, the 'dyspraxia family'. By equating 
the family with the child's condition, they were disassociated from most of the 
attributes of family life, leaving the condition as the only thing to treat or assess . 
. Their needs as a family often were not addressed or acknowledged. 
Parents in this study were acutely aware of their loss of privacy. In many instances, 
they and their child were often the topic under discussion: 
"They hold case conferences and have meetings to talk about us or rather 
what state his lungs are in now. " 
(Task Group, Mobility Disability, 6-10 Years) 
They reported that they were always being assessed; 
"everyone who comes through my door does their own assessment. Some 
prod and poke and don't talk to us, some ask the same questions but hardly 
anyone will talk to Emily. " 
(Orientation Group, Mobility Disability, 0-5 Years) 
and that professionals often asked the same sensitive questions in what was 
sometimes an insensitive manner: 
"They ask me in front of Jonathan, whether he still wets himself, is he dry at 
night? This is a young man who has nothing wrong with his brain and even 
the social worker doesn't talk to him. " 
(Task Group, Mobility Disability, 11-16 Years) 
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The majority of parents argued that the intimate details of 'normal' families were not 
discussed in a similar manner and they failed to see why they should be treated 
differently. All they wanted was the same respect afforded to other families. 
A few parents were aware that they posed a particular dilemma to some health and 
social professionals in that the condition of their child could not be cured. Doctors 
and other professionals could only treat the symptoms and so in this way their 
children represented a 'failure'. One parent spoke about how her son was described 
as a "an especially challenging case" and another as "a very difficult and sad case". 
These conversations took place in front of parents and children although they were 
not part ofthem. Parents did not want professionals to become emotionally involved 
with them and all agreed that they needed 'professional detachment'. However, 
parents were adamant that they deserved, and were entitled to, respect. They also 
insisted that their public profile within the world of professionals should not make 
them invisible as a family. 
8.4 Parent or Carer? 
"I'm not a saint. I'm a mum who has a beautiful little daughter. That's all. 
I love her and look after her. I do my best for her. She brings us love; she 
makes us happy. Some things are harder than others, but I'm her mum. " 
(Task Group, TraumaticlIntermittent Conditions, 6-10 Years) 
The above quote demonstrates that parents did not differentiate between their role as 
parent and the tasks they performed to care for their child. In their experience 
parents did whatever was necessary to look after their child and in this sense they 
were no different to any other parents. The only difference was that many of the 
children in this study had specific and specialised needs. In order to meet these 
needs parents often performed tasks ordinarily undertaken by professional or formal 
carers, that is, by individuals specially trained and paid to care for the sick or 
disabled. 
However, to the outside world there was some ambiguity; were they parents or 
carers? A large proportion of non-professionals viewed many of the parents in this 
study as carers first and parents second. By giving primacy to their caring role it 
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enabled them to focus on the physical and practical tasks performed. Thus, it 
became possible to ignore the loving relationship between parent and child and the 
effect of this division of roles between parent and carer was to depersonalise the 
relationship. In this way it was legitimate to dispense with normal conventions when 
relating to parents and to justify treating them differently to others. 
In contrast, many professionals did not acknowledge the expertise that parents had 
acquired in looking after their child and the carer element of their role was ignored. 
Often the opinions of parents were not sought and, when offered were dismissed. 
For example, parents reported that when changes to medication, treatment or service 
delivery was discussed they were not consulted until after the decision had been 
made. There were numerous examples of how changes to services resulted in chaos 
or added expense for parents. Changing the type of free nappies provided left some 
parents with nappies they could not use because they did not fit or were simply 
inadequate and leaked. Parents resented this cavalier attitude and were angry and 
frustrated at how professionals ignored their knowledge and the fact that they 
provided the bulk ofthe day-to-day care for their child. It seemed to parents that 
professionals were happy to let them care for their child when it suited them, but 
would not afford them the same rights as a carer. By excluding parents in this way 
they were made passive recipients of services, despite the evidence to the contrary 
that they also were active providers of care. 
To add to the frustrations and difficulties of parents, there were a few instances when 
professionals even denied them their parenting role. That is, they would fail to 
realise that they were not talking about a disease or condition but a child and the 
person to whom they were talking was a parent. Parents accused some professionals 
of lacking tact and understanding both at the point of diagnosis and in subsequent 
episodes of treatment. This is demonstrated by this parent's experience: 
..... you sit around and you're sort of slumping in your chair, and he doesn't 
do this, and you think oh, I think I'll just slit my throat now and have done 
with it and they just don't seem to realise that this is your child that they are 
talking about, that this child to you is just as important as their children are 
to them and they wouldn't talk about their children in those terms . .. 
(Check Back Group, TraumaticlIntermittent Conditions, 6-10 Years) 
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In the private worlds of the families that took part in this study there was no division 
between parent and carer. However, in the public world ofthe professionals as well 
as those outside their immediate family, they were often allocated only one role, 
either parent or carer. A few parents were denied any role. The issue for parents 
was how to integrate their private reality with public perceptions in such a way as to 
afford them the same status as any other family. Many parents developed strategies 
to help them achieve this integration, which involved renegotiating and 
reconstructing their sense of self and their relationships with all involved. 
8.5 Silent Fears and Unspoken Worries 
Throughout the focus groups parents mentioned issues and concerns they had 
relating to their child with a severe disability, which they had never talked about 
before. These issues tended to emerge towards the end ofthe focus groups when 
parents were more relaxed and were confident that they were talking to others, who 
would understand their worries and who would not judge them harshly. 
"I worry about all my children, but it is different with Paul. You're worried 
all the time, it's in the background. I'm always thinking is what I'm doing all 
right, will it help or make things worse? You see I don't know. With the 
other kids, you have something to go on, or there is someone to ask, but with 
Paul, nobody knows. If I ask anyone, the doctors, they say, try it and see. So 
I never know and I always worry. " 
(Orientation Groups, Mobility Disability, 6-10 Years) 
The issues that parents welcomed the opportunity to give voice to can be grouped 
under three themes. First, fear of the future, which was often raised as the question, 
'what will happen to my disabled child when I die or can no longer provide careT 
Secondly, the behavioural management of the disabled child. Thirdly, the emotional 
struggle that some parents experienced and is best summed up by the two parents 
who said: 
Parent 1: "If I'd known then what I know now, I don't know what decision I 
would have made. I don't know if I would have gone through with the 
pregnancy. It's hard. It's hard to see James suffer but it's hard for me. It's 
constant, there is no let up, the mood swings and then the violence and 
destruction. At times I'm scared for my life, for his sister's life. Then he 
settles, he doesn't know what he has really done. He is an innocent and I feel 
dreadful: guilty for my thoughts. For lying in bed and Wishing it would all 
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go away; that he would go away. You must all think I'm dreadful. I've never 
said this to anyone before but it 's the truth. " 
Parent 2: HI don't think you 're bad. I've had the same kind of thoughts 
when things get bad. Just hearing you say what you did makes me realise 
that it's not me. " 
(Check Back Groups, Traumatic and Intennittent Conditions, 11-16 Years) 
Within the group discussions parents did not necessarily discuss these issues, instead 
they literally stated their fears and worries. Voicing their concerns was often 
enough, as it was reassurance that was required rather than practical solutions. 
Parents' unspoken fears and worries made the process ofadjustrnent more difficult 
as it placed added stress on them. Some parents were worried that in a moment of 
anger they would say, or do something that they would regret later. To avoid this 
happening they tried very hard not to lose their temper and to always be in control. 
Parents reported that they were unable to meet the high standards they set 
themselves, which reinforced their sense of failure as parents. 
HI always feel that I've got to keep a /id on things. I don't trust myself to lose 
my temper. If I say something horrible, if I say what I feel sometimes, that I 
wish he wasn't there, he would be destroyed. He asks that, do I wish he'd not 
been born. How can I answer that? I love him and that is what I tell him, 
but sometimes, it's so hard. It's why I've such a short fuse with the social 
services, all they have to do is what they're paid to. To turn up and get on 
with it, but they don't and everything goes downhill" 
(Check Back Groups, Traumatic and Intennittent Conditions, 11-16 Years) 
8.6 Reconstructing Relationships 
8.6.1 Reconstructing the self 
The majority of parents had expected that having a child would bring about very 
fundamental and far reaching changes both in tenns of their lifestyle, as well as for 
them as individuals. Over half the parents in this study already had a child and were 
aware of the ramifications of having children. Yet despite their previous experience 
and knowledge all parents were equally shocked and upset at finding out that their 
child had a serious medical condition. Already having a child did not in any way 
dissipate these emotions. 
Resolving the emotional issues and addressing the practical concerns was difficult 
for parents and changed them as individuals. All parents, mothers and fathers, spoke 
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about how they had changed as people. The statement that echoed through all 36 
group discussions was, ''I'm not the same person anymore ". Many explained that 
before their child was born they had been relatively quiet and reserved; they did not 
challenge authority and accepted what they were told; they were relaxed, had lots of 
friends and had 'a sense of fun'. Since finding out that their child was severely 
disabled, their personalities had changed. Some parents described themselves as 
aggressive, pushy, stressed and obsessive. These changes did not happen instantly 
and most parents did not welcome them, with some stating they did not like who 
they had become. But experience had shown parents that these changes were 
necessary if they were going to do their best for their child. 
Parents explained why they had to become someone else: 
"] would say] am much more aggressive now. ] don't take no for an answer. 
] know that if] don't push for something then my daughter won't get what 
she needs. ] don't like doing it and it makes me angry. " 
(Check Back Group, TraumaticlIntennittent Condition, 11-16 Years) 
One mother explained that she used to be 'well liked' and never made a fuss but 
now: 
"] can see how people look when they see me coming. ] know they're 
thinking not her again, what does she want this time. ] can honestly say that 
before Emily, ] never made a scene, ] never dreamed of shouting at anyone 
but I've done it. But what else am ] to do? I've tried everything else but they 
won't listen. " 
(Orientation Group, Mobility Disability, 0-5 Years) 
Parents said repeatedly that it was those who shouted loudest who got the help they 
needed and were entitled to. Some of those who had previously lacked confidence 
became assertive. They acquired new skills and leamt substantial amounts about 
their child's condition. Some parents became 'experts'; they set up or joined self-
help groups and for the first time in their lives were an active part of an organisation. 
It was not 'all bad'; some parents had benefited from the changes. 
However, parents resented their lack of control and argued they had no choice but to 
change in order to obtain the help their child required. While many were now very 
driven and determined individuals, all said they were tired and exhausted. Although 
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all the parents loved their children, some were overwhelmed by the responsibility. 
In their experience it was up to them, and them alone, to ensure everything possible 
was done to help. This left some feeling so daunted that as one mum said: 
"I worry all the time. Should I be doing something else? I'm scared all the 
time. I can't relax. " 
(Task Group, TraumaticlIntermittent Conditions, 6-10 Y ears) 
There were other changes that affected parents' sense of identity. Many mothers 
were unable to return to work. Some were unable to find suitable and/or affordable 
childcare, some children required 24 hour care, but for most the practical 
implications of attending appointments, combined with the unpredictable nature of 
their child's conditions, made it very difficult to find ajob with enough flexibility. 
For some this was the first time in their lives that they had not worked or had not 
intended to return to work. Suddenly and unexpectedly their social world became 
the hospital, the waiting room and the home. Their sense of isolation was intense. 
Although few fathers gave up jobs to look after their child, most changed their 
working patterns if not their jobs. Some found employment which offered greater 
flexibility or that required them to work fewer hours so as to enable them to help 
with day-to-day tasks. However, the implication of this was that they missed out on 
promotions. 
"I know because I can't work the overtime, I've not been promoted. They 
actually said it to me. They're very good but because I can't be around all 
the time when they want me to be, that was it. I see their point. " 
(Check Back Group, Mobility Disability, 11-16 Years) 
The corollary of a world without paid work or with reduced career prospects was 
altered life plans and aspirations. Parents spoke about how different their futures 
looked now as opposed to before the news of their child's condition. For example, 
some parents had planned to move house, go on holidays, retire early or change 
career. These things were no longer a possibility, given their reduced financial 
circumstances combined with the additional financial costs described earlier. Most 
parents were very fatalistic about their changed aspirations, it was ''just the way it 
was". A few parents were angry because it not their child's condition per se that 
brought about these changes but rather the lack of appropriate practical help. 
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Parent 1: "It's the way it is and we get on with it, there is no point doing 
anything else. " 
Parent 2: "Well it makes me mad. They have all these services and things to 
help but we can get none of them. Jfyou couldjust rely on them [services] 
then you 'd know you'd be able to work, but at the minute it's a miracle if they 
come on time to take him to school. How could I get to work if I don't know 
when ['ve to take him the 12 miles to school? Tell me that. " 
(Task Group, Sensory Irnpainnent, 11-16 Years) 
Parents of older children were worried about what would happen when they retired. 
Many had given up work to look after their child and had no pension other than that 
provided by the state. A few parents were especially anxious because their children 
were soon to move into supported accommodation, that is leave home. This would 
mean that they as parents would no longer be entitled to claim benefits in their own 
right such as attendance allowance. The only benefits they would be entitled to 
claim were state pension and income support. Some parents were very concerned 
how they would manage to live on this reduced amount as none had any savings. 
These fears produced tensions within the family. While parents were pleased that 
their child was taking a step towards independent living, their pleasure was tainted 
by fears for their own financial security and future. 
Finally, parents who had been independent, taken pride in managing on their own 
and not asking for help, talked about how this situation changed when the severity of 
their children's conditions became apparent. In order to obtain the help their child 
needed they had to ask for help. Some parents turned to family and friends and 
others to fonnal agencies such as statutory organisations and charities. The majority 
of parents did not like having to ask for help, as they did not want to feel obligated. 
Also in asking for help they felt as ifthey had to justify and explain why they needed 
a particular item. Often they had to provide charities and other agencies with 
infonnation about their financial and living arrangements in order to qualify. They 
also had to complete application fonns, which took time and effort. These fonns 
usually required detailed infonnation about their child's condition and concentrated 
on the things their children could not do. For these reasons applying for help was 
emotionally draining. 
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"I'm always writing 'Ben can't' in forms. He can do such a lot but people 
only see what he can't do, that's how they think of him. " 
(Orientation Group, Traumatic/Intennittent Conditions, 6-11 Years) 
The effect of the changes in parents' lives described above was an alteration in the 
way they saw themselves, and, indeed, in the way others saw them. For many 
parents their caring responsibilities prevented them from pursuing their own 
ambitions and their world became indefinitely limited to caring for their disabled 
child. These changes represented a radical shift and caused parents to re-evaluate 
themselves. Mothers became especially aware that they were unlikely to have a 
career or in some instances a life separate from their child's. In this way the 
identities of mother and disabled child became fused, with little prospect for the 
mother to regain her personal autonomy. Such changes inevitably meant that 
mothers in particular had to reconstruct their own sense of self. 
8.6.2 Relationships with families and friends 
Relationships with family and friends also changed. As mentioned above some were 
supportive and helpful while others were unable to accept the emotional and 
practical implications of the children's conditions. As a result they had very little 
contact with either the parents or the child. Some partners and grandparents blamed 
one parent and the relationship was suIIied by recriminations: 
"They [parents-in-law} blamed me. They kept telling me how nothing like 
this had ever happened in their family so it must be my family. " 
(Task Group, Sensory Impainnent, 0-5 Years) 
This particular parent explained that their grandchild's condition was caused by a 
lack of oxygen at birth and was not a genetic disease. The rational explanation did 
not overcome the emotional and reactive responses because for some families a 
disabled child was a symbol of shame and or imperfection. The following extract 
from one of the group discussions illustrates this point: 
Parent 1: "Well I don't have parental influence thank goodness, because they 
couldn't cope with it, ... My mum found it hard to cope, .,. and it was like a 
ghastly secret, couldn't tell anyone who this child was or anything, couldn't 
say it was her granddaughter, and in the end we walked away from it because 
the staff had been so supportive, they were like my parents. If I was having a 
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bad day I could go to the hospital, and I did, I lived there, but I never stayed 
overnight, never, but that's another thing parents having to cope with it and 
having to cope with your parents coping with it as well. " 
Parent 2: "No my in-laws didn't accept it, ... it wasn't mentioned to people 
particularly, I mean the next door neighbour knew about it, we still see the next 
door neighbour, but a lot of the relatives had not got a clue. " 
Parent 3: "My mother-in-law just couldn't cope with it. They just couldn't 
have this associated with them. " 
(Orientation Group, Mobility Disability, 0-5 Years) 
Parents found these reactions impossible to deal with and in some families 
relationships with grandparents, and even some partners, ended. Parents concluded 
that there was no relationship to reconstruct because there was no shared 
understanding. Parents believed that this action was necessary so as to prevent their 
family being undennined by people who were ashamed of their child and, by 
association, them. The particular relationships disintegrated because they lacked 
reciprocity and respect. 
Yet parents knew that it did not have to be like this. There were many examples of 
how families and friends responded well: 
Parent I: "My parents have been great, they treat Rose the same as all the 
others. She goes and stays with them and next year they're taking her on 
holiday. " 
Parent 2: "Mine moved to be closer so that they could help. " 
(Check Back Group, TraumaticlIntennittent Conditions, 6-10 Years) 
Parents were aware that families and friends, like themselves, needed time to adjust 
to the children's conditions. They also recognised that the nature of these 
relationships changed and some concluded that it was a "completely different way of 
life ". For some parents the renegotiating of relationships and roles with partners, 
families and friends encompassed only practical tasks, the emotional aspects were 
left unmentioned. Other families successfully addressed both aspects and their 
relationships developed and continued to be rewarding. 
Never having time together put added strain on relationships as did the day-to-day 
practicalities of providing intensive, round the clock care. Many parents had not 
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been out with their partners for years as they were unable to get anyone to baby-sit 
and/or they could not afford to go out. As a mechanism for coping with the demands 
oflife, some became two separate families with mothers providing most of the care 
for the disabled child and fathers looking after the other children. Parents were 
unhappy at this division but were unable to do anything to resolve it as they did not 
have either the time or energy. 
In reconstructing their family life parents were aware of the needs of all their 
children. They did their best to address these and often found themselves trying to 
compensate for the difficulties that all encountered. This compensation operated on 
two levels. First, parents tried to limit the impact of the disabilities on the child so 
that he or she achieved a reasonable quality of life and, at the same time, attempted 
to compensate for the way society treated them. For example, in order to try and 
prevent people from staring more and reacting badly, parents paid more attention to, 
and money for, clothes for children with severe disabilities than for other children. 
Secondly, parents tried to compensate their other children for the lack of time they 
had to spend with them and for the alterations and limitations to their lifestyles, 
which resulted from having a sibling with a severe impairment. 
"Well, you do (compensate), but I think about you saying you compensate the 
child who has the disability because they can't do things, we, I think 
compensate to the one who is not disabled because there is a lot of things we 
can't do as afamily." 
(Task Group, Mobility Disability, 6-10 Years) 
In compensating for their children's conditions, parents were doing their utmost to 
reconstruct a normal family life. Life had shown parents that there was considerable 
discrimination, as well as numerous physical barriers, which prevented their children 
from achieving their potential. They simply wanted their children, disabled and non-
disabled, to have the same opportunities and experiences as others and they were 
prepared to do whatever was required to achieve this. 
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8.7 Summary 
This chapter describes in detail how parents attempt to reconstruct their lives in 
response to the unexpected experiences they face in bringing up a child with a severe 
disability. The findings from this study suggest that already having a child does not 
necessarily make the process of adjustment any easier as parents of disabled children 
have to confront very different emotional and practical concerns compared with 
parents of children who are not disabled. 
The difficulties and challenges parents of disabled children face changes them as 
individuals and alters their relationships with their partners, families and friends. 
The changes that parents undergo are often necessary if their son or daughter is to 
receive the support and level of services they require and are entitled to. For some 
parents this results in them becoming driven and determined individuals, but all 
parents reported being tried and exhausted as they attempt to secure the help they 
and their children need. 
The sense of isolation of parents was intense. Parents described how some family 
and friends alienated them because they did not know how to react towards their 
disabled child. Often these relationships changed because of the disabled child: 
some disintegrated but others responded positively. The feelings of isolation were 
increased because of the limited opportunities that parents and children had to 
socialise outside the home. Mothers reported that they were unable to return to work 
because they could not find suitable childcare and that this increased their feeling of 
isolation as well as reducing their family income. The combination of this drop in 
income combined with the long-term nature of their caring responsibilities meant 
that life plans and aspirations had to change. While some parents were fatalistic 
about this, others resented it because it was the due to the lack of reliable and 
practical help and support. 
For most parents and families the transition they faced was overwhelming and the 
process of rebuilding their lives was slow and arduous. A pivotal point within this 
process was receiving a diagnosis as it dispelled uncertainty and acted as a gateway 
to services and support. Receiving a diagnosis also enabled parents to challenge the 
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behaviour of those who treated them, and their children, inappropriately and 
insensitively. However, such action required considerable emotional investment and 
as such was not an option for some parents. 
The reality for many parents was that having a child with a severe disability meant 
that they were not treated as a 'normal' family. The attitudes of friends and 
professionals was often one of pity and denied them, and their families', any positive 
attributes or aspirations. Many parents reported that they lost their rights to have a 
private family life, as intimate details of their lives became public property. The 
experience of trying to live a private family life under the constant gaze of 
professionals, friends and other members of society increased the stress and tensions 
experienced by parents and added to the difficulties for them of rebuilding re-
establishing family life. The following chapter discusses the implications of the 
findings from this study for parents as they attempt to build and come to terms with a 
new paradigm of family life. 
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CHAPTER 9 A NEW PARADIGM OF FAMILY LIFE 
9.1 Introduction 
In reviewing the literature on disability and the impact disability has on parents of 
disabled children the earlier chapters identified many of the issues and challenges 
that parents encounter and have to respond to. Chapters 6, 7 and 8 presented the 
findings from this study which described in detail the processes by which parents 
adapt their lives and lifestyles and how they strive to achieve the changes necessary 
to ensure that their child is brought up with the same rights and opportunities as non-
disabled children. However, the difficulty for many parents of disabled children is 
that they do not fit the template of 'normal' family life and must therefore literally 
construct a new paradigm offamily life that enables them to address the issues and 
challenges identified by the literature and the findings of this study. These issues 
and challenges are grouped under seven themes each of which are discussed below. 
9.2 The Themes of the New Paradigm 
9.2.1 Theme One: Knowing what to say; understanding the language of 
disability 
This thesis began with a discussion of how and why the way in which disability is 
defined and spoken about is important not only to professionals and to disabled 
people but to parents as well. The consensus that emerged from the literature was 
that definitions of disability are important because they confer status and social 
worth as well as being the gateway to services, including financial help. However, 
as the findings from this study demonstrated, the difficulty for parents is that they are 
not familiar with, nor fluent, in the language of disability. The terms used by 
medical and other professionals were often described by parents as technical and 
clinical and having little resonance with their experiences of bringing up a child with 
a disability. 
A further difficulty for parents was that the language and terms used to describe their 
children's conditions were essentially negative, and as Oliver (1996) notes, loss-
based in that they focused on what the child was unable to do, not on their potential. 
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While the literature suggests that one of the reasons for this is that it is particularly 
difficult for professionals to be precise about the prognosis of certain conditions 
especially in childhood and they are therefore reluctant to give parents false hope 
(Toombs et aI., 1995). However, the implication of this understandable caution is 
that parents are often left with a one-sided negative view oftheir child's future. It is 
only as parents become more knowledgeable about their child's condition that they 
are able to translate the medical language into something they can relate to. This is 
because, as in all translations, the context is just as important as the accurate 
substitution of each word or term. Parents of disabled children require time, 
expertise and confidence to achieve this. 
Time to learn the language of disability was also important because for the majority 
of parents in this study the world of disability and impairment had been previously 
unknown to them. It was only gradually that parents began to understand the terms 
used and to accumulate the knowledge and the confidence they needed to question 
the information they were given. This questioning process was often at great 
personal and emotional cost to parents as they were uncertain what to do but, at the 
same time wanted to ensure that their child was receiving the best possible care. 
Asking consultants to explain again their diagnosis or whether they had heard of 
possible new research or treatment that may be pertinent to their child was described 
by parents as 'nerve wracking' as they did not wish to upset the status quo. Wendell 
(1996) and Strong (1979) have reported that questioning authority or, as Wendell 
refers to it regaining 'cognitive authority', is part of the process oftaking control of 
the illness or impairment. While this is important for parents, it is not always 
welcomed by health professionals some of whom expect parents to accept a more 
passive role similar to that ofa patient (Gliedman and Roth, 1980). 
Of the 300 parents who took part in this study no pattern emerged in relation to the 
point at which they wanted more information from health and other professionals. 
This process was highly personalised depending on the previous knowledge and 
circumstances of the parents, their personalities, the support networks they had 
available to them and the nature of their child's condition. Here the work of Winters 
(1997) proves useful in that he reminds his medical colleagues of the need to take 
account of the social, cultural and symbolic significance of the condition and the 
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symptoms. In this way, he suggests, health and other professionals will be better 
able to recognise the information needs of patients (and, by implication, of parents). 
Winters (1997) argues that patients need information about their condition to help 
them overcome the uncertainty attached to all illnesses and impairments. However, 
appropriate and sensitive information is even more important to parents as this also 
helps them make sense of this new set of experiences for themselves as well as for 
other family members and friends who all enquire (at least initially) about the health 
and well-being of their child. In brief, parents need to know what to tell the outside 
world. They need to understand the information they have been given so that they 
are able to differentiate their child from the impairment (Leder, 1990). This allows 
them to challenge the classification that frequently renders them the 'dyspraxia 
family', or the 'particularly sad or interesting case'. The above discussion highlights 
the need for parents to understand the language of professionals but one of the 
findings of this study is that this must be a two way process. Professionals need to 
understand the concerns and worries of parents of disabled children. 
One of the interesting and unexpected findings of this study was the language used 
by parents to describe their experiences of bringing up a disabled child. Throughout 
the group discussions it became clear that parents had a very pragmatic approach to 
their choice of language and the terms they used. For example, parents would often 
use terms such as 'not normal' when talking about their child. For a researcher who 
went into the field well versed in the politically correct terminology, this was 
something of a surprise. It seems that parents strip away some of the politically 
correct language in order to expose their reality, that is that their lives are not 
ordinary. While this process has advantages for parents of disabled children it 
distances them from the politically correct world of the disability rights groups that 
advocate that it is society that disables an individual not a particular impairment 
(Oliver, 1996). Yet the experience of many parents of disabled children is that they 
enter the world of disability via the world of illness and so at least initially the terms 
they use are rooted in the medical model. The language used by parents of disabled 
children firmly demonstrates that the physical experience of disability is closely 
related to disablement. This may be part of the explanation as to why parents of 
disabled children are somewhat separate from many of the disability groups. 
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However, as parents become more familiar with their situation as well as their 
child's condition, a more subtle process is revealed. Marks (1999) reported in her 
work, that parents switch between languages depending on who they are talking to 
and what they want to achieve. This echoes Voysey's (1975) observation that 
parents construct a range of different definitions in order to enable them to manage 
better their public and private experiences of family life. The findings from this 
study support these observations, but in doing so highlight the learning curve that 
parents of disabled children have to overcome in order to both understand and 
translate the language of disability. 
For example, parents in this study described how in the beginning they did not know 
what to say to people about their child's condition. This was partly because parents 
did not always have a diagnosis or were unsure of the implications of the diagnosis 
they had been given. But, parents were also uncomfortable with the questions they 
would be asked as well as the reactions of others. This is demonstrated by this 
parent: 
"In the beginning I was at a loss for words. I didn't want to say out loud that 
my son was never going to grow up like his sister. If I didn't say it maybe it 
would go away and it would all be a bad dream. But it didn't go away and 
eventually I had to tell our families and friends. Some people I was very 
factual with, I told them what the doctors had said. Some asked questions 
but most just said they were sorry and hoped we'd be all right. Others I told 
differently because I knew they wouldn't understand and to be honest I didn't 
want to answer their questions or to have them crying about things. So I told 
them what I wanted them to know. You get to know what to say to who . .. 
(Orientation Group, Mobility Disability, 6-10 Years) 
A final language barrier that parents of disabled children have to overcome is that 
many members of society, including friends and other family members have no 
understanding of disability or impairment. Therefore, one of the roles that parents 
have to undertake is that of translator; they have to explain to the uninitiated the 
significance as well as the implications and practicalities of disability. The work of 
Read (2000) found that this role was exhausting for parents and the findings from 
this study support this. Perhaps if disabled children had a higher public profile then 
this would reduce the need for parents to constantly explain their child's condition or 
to justify his or her existence (Marks, 1999; Shearer, 1991; Tippet, 1990). Marks 
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(1999), Priestly (1998) and Gregory (1991) discuss how disabled children are often 
overlooked in discussions about children as well as those concerning disabled 
people. The example they give is that discussion of disabled children is often 
relegated to a list of useful telephone numbers at the back of childcare manuals or 
omitted completely from any publications about children. 
Philp and Duckworth (1982) suggest that clear terminology is essential for effective 
communication. The conclusion of this study agrees with this statement but suggests 
that it must extend beyond the medical and professional worlds to the wider society 
so that a true understanding of the experiences of disabled parents can be achieved. 
What is clear is that there is no neutral language and parents struggle to understand 
who says what about their child. They also struggle to fmd the words that describe 
their experience ofparenting, both those aspects that are challenging but also those 
that are rewarding. Perhaps what parents of disabled children are striving for is a 
language that does not have to justify and explain their role as parent nor the lives of 
their disabled child. Parents have to learn that they are members of family, which, 
more than 'normal' families, must master the art of playing different 'language 
games' with different audiences. 
9.2.2 Theme Two: Managing interaction 
The above section described the finding that many people including family, friends, 
and professionals do not know what to say or how to respond to either to parents of 
disabled children or to disabled children themselves. This results in what Goffrnan 
(1963) referred to as 'sticky situations' which are encounters between those he 
termed the 'normals' and individuals who were stigmatised in some way. In this 
context the normals are non-disabled people and the stigmatised are disabled people 
or those associated with them. The essence of sticky situations is embarrassment 
(Marks, 1999) and parents in this study gave numerous examples such as disabled 
children not being invited to friend's birthday parties, of them being ignored and of 
people staring at them and their children but saying nothing. The outcomes of the 
majority of these sticky situations, were frustration, anger and isolation for the 
parents of disabled children as well as the child themselves. 
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As Read (2000) describes, in order to militate against this, parents especially 
mothers, often acted as mediators and as buffers in that they tried to protect their 
child from the negative responses ofthose individuals who showed no understanding 
of disability or impainuent. The impact of these roles for parents were that they 
experienced considerable stress and pressure as there was a constant need for them to 
reinterpret the world so as to make an acceptable place in it for themselves and their 
children. In some situations parents found that the best way to cope with the 'sticky 
situation' was to walk away from it as they were unable to reinterpret positively the 
reactions of particular individuals. In other instances they simply decided to avoid 
interactions with those who refused to adopt a more positive attitude towards their 
disabled child and themselves. 
Beresford (1995) found that relationships with extended family members can add to 
the stress experienced by parents if they react unfavourably to the diagnosis or to the 
fact that the child is disabled. Within this study an example of parents preferring to 
avoid a sticky situation was in relation to some immediate family members. Parents 
of disabled children described how their parents and parents-in-law were unable to 
come to tenus with the reality ofthe child's condition and after considerable angst 
they decided that it was best to sever all contact rather than have to deal with the 
negative feedback. In other situations parents challenged those who reacted 
negatively to them or their children. Sometimes this was achieved quietly but more 
often than not parents found themselves behaving in ways that they described as 
'aggressive' simply because they were so frustrated and hurt. 
Chapter 3 drew on the work of authors such as Goffrnan (1963, 1971), Douglas 
(1991; 1966), Marks (1999), Blacking (1977) and Shilling (1993) to highlight the 
symbolic nature of the physical body in that it is often assumed to equate with the 
social body. Nettleton (1998) also described the importance of behaving 'properly', 
that is in a socially acceptable way so as to avoid problems. The implication of this 
is that being unable to exert a certain degree of control over the physical body is 
often seen to represent a lack of social control and the breaking of certain social rules 
thereby creating sticky situations. Goffrnan (1963) discusses the role of the 
vocabulary of the body idiom and the way in which non-verbal fonus of 
communication is used to classify individuals. 
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Perhaps what parents of disabled children experience is a classification based on their 
inability to control their child as well as his or her behaviour and bodily functions. 
This lack of control, such as older children throwing tantrums, being incontinent or 
behaving inappropriately, results in sticky situations between disabled and non-
disabled people. In order to deal with these situations parents have a number of 
options: they can adopt the role of mediator, translator or buffer and in doing so have 
to define for themselves new social etiquette. This is similar to the use of social 
manners discussed by Elias (1978), in that these serve as rules for behaviour. For 
parents, their new social etiquette provides them with a set of rules which they can use 
to manage interactions and which also helps them to decide how and when to 
challenge opinions as well as when it is best to avoid such confrontation. 
Here the example given earlier in this thesis of a parent distributing cards containing 
information about autism is particularly relevant. After years of being ridiculed for 
being unable to control her son this mother decided to take control of these 'sticky 
situations' and to challenge the ill-informed behaviour ofthose who passed 
judgement on her parenting abilities. 
The social embarrassment reported by parents in this and other studies can be seen to 
operate on two levels. Level one relates to parents of disabled children who were 
initially unsure as to how to behave in some social and other situations. Their 
feelings of awkwardness often stemmed from them not knowing how to react to the 
stares and comments of other people. As described above it took time for parents to 
leam how to behave in these 'sticky situations'. Some parents were more tolerant 
than others in that they stated that before they had had their child, they too had stared 
or made insensitive comments. However, having a child with a severe disability 
challenged their own perceptions of disability and disabled people and, in a very real 
sense, it led to parents reconstructing how they viewed the world and to reassess 
what was important to them. 
The second level on which social embarrassment operated on was in relation to 
others and the dilemma for parents was how to manage this. Did they reassure 
passers-by or did they challenge them in some way so that they had to confront their 
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behaviour and share in the embarrassment? For example, parents of disabled 
children developed their own coping strategies to help them deal with these 
situations which they had developed over time. 
Parent 1: "I won't go to places where we're not welcome. I just can't cope 
with the fuss and the scenes and being put in the corner so that we can't be 
seen. So we don't go to restaurants. " 
Parent 2: "I understand why you say that but I'm the opposite. We go 
anywhere we want and they have to accommodate us. Yes people stare, there 
are scenes, shouting matches but we won't hide away. I want my daughter to 
know that she has every right to go to these places. You see ifwe don't do it 
now, what is her future. She will end up sitting at home for the rest of her life 
and I don't want that. But I know why people don't bother. " 
(Task Groups, TraumaticlIntermittent Conditions, 11-16 Years) 
In conclusion, learning to manage interactions was part of an iterative process that 
began with the uncertainty of parents and ended up with them being more confident 
and sure about how to react. However, this process was not linear, parents did not 
pass from one stage to another. Instead their reactions and coping abilities were 
closely related to other events in their lives such as the health and well-being of their 
child, the nature of the impairment, how much support they received, how 
knowledgeable they were about their child's condition and whether they were having 
a good day. Despite the range of factors that could and did influence how parents 
coped with sticky situations, an unspoken theme that runs through most of these 
conversations with parents was that sticky situations brought about a clash between 
the way others regarded their child and their own perceptions and experiences. 
Having to confront and overcome the negative images of others was very wearing 
and forced parents to constantly reconstruct their own reality of family life and of 
bringing up a child with a severe disability. That is, they were ordinary people in 
somewhat extraordinary situations trying to live a 'normal' family life. The 
implications for the new paradigm of family life is that the family is a unit often on 
the 'defensive', fearing embarrassment, or discrediting or humiliating events or 
experiences, but at the same time having to find ways to overcome these. 
9.2.3 Theme Three: Stigma and living with a disability 
Davis (1997) suggests that stigma represents a view of life: a set of personal and 
social constructs: a set of social relations and relationships: a form of social reality. 
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It is a means of classification that is used to denote worth. As already noted, this 
definition of stigma builds on the work of Goffman who defined it as 'undesired 
differentness'. These definitions and descriptions of stigma accurately reflect 
parents' experiences of bringing up a disabled child although parents themselves did 
not necessarily use the term stigma. What parents did report was how they were 
socially and physically isolated and excluded because their child had a disability and 
that the actual impairment as well as the child's behaviour was the basis on which 
parents and children were classified and that social worth was determined. 
These experiences of parents are not reflected in the majority of recent writing on 
disability within the UK. Here the emphasis is on the need to move away from a 
medical model of disability, which focuses on the individual to one concerned with 
the social aspects of disability and the role that society has in constructing disability 
(Campbell and Oliver, 1996). However, while these issues are important and 
disability groups are undeniably correct in addressing these, they are ofless 
importance to parents of disabled children whose experience of disability are initially 
in terms of its physical attributes. The findings of this study support the work of 
Marks (1999), French (1993) and Thomson (1997) who stress that an understanding 
of disability must include the body and the physical aspects of disability. These 
dimensions are particularly important for parents of disabled children as they are the 
basis of much ofthe stigma they experience. 
In Goffman's (1963) analysis of stigma he was aware that people who were closely 
associated with individuals who were in some way stigmatised, were treated in a 
similar manner in that they were also ignored and avoided by other members of 
society. Goffman used the term 'the wise' to describe these individuals. Birenbaum 
(1970) developed Goffinan's analysis by exploring how the wise reacted and he 
concluded that they tended to behave in one of three ways: to over-identify with the 
individual who has the stigma; to deny all associations with the individual or to find 
some way to achieve a balance so as to be simultaneously 'normal' and by 
association, stigmatised. 
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As discussed in Chapter 3, Voysey (1975) was critical of this typology because she 
argued it implied that the 'wise' had a choice. Her analysis, which is supported by 
this study, is that parents, and in particular mothers, do not have a choice. Instead, 
parents are expected to care for their children and in doing so must find a way of 
dealing with the stigma associated with their child's impairment. For most families 
this occasionally meant that they over identified with the disabled child. Parents 
were aware of this but suggested that they could do little else and acknowledged that 
it may be part of the explanation as to why they became as Hewitt (1970) suggested, 
a disabled family. For example, parents described how they felt compelled to 'stand 
up' for their disabled son or daughter to a much greater extent that their other 
children. They explained that this was because children with a disability are often 
unable to speak for themselves and so if they, the parent, do not say anything things 
will not change and the children would be further disadvantaged. Parents admitted 
that they 'took personally' the discrimination their son or daughter experienced but 
again this was not something they actively chose to do, rather it came about because 
of their situations. 
The opportunities that parents had to be simultaneously normal and stigmatised were 
very limited as caring for their child occupied all of their time. Parents reported that 
because they were not able to access childcare, such as nurseries or to rely on friends 
and family to baby sit, it was not possible to create a separate identity for themselves 
as nearly everything they did revolved around their child with the disability. Even 
parents who went out to work did not always manage to inhabit the world of the 
'normals'. This was because their caring responsibilities prevented them from doing 
overtime and even hindered promotions and job prospects. The parents reported that 
they were always parents of disabled children first. 
It could be argued that parents do have a choice, in that they can either stay or decide 
to leave. However, the discussions with parents suggested that in practice it was 
only a very small number of fathers who exercised this choice and their decision to 
leave the family home was, in most instances, only partly related to the fact that 
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there was a child with a severe disability. The mothers who participated in this study 
argued that leaving was not an option for them as demonstrated by this mother: 
"What am I to do? I can't leave, if I decide I've had enough then what 
happens to Ben. His father left because he couldn't cope and I understand 
that but I don't have that choice. There is no-one else so there is no choice . .. 
(Task Group, TraumaticlIntermittent Conditions, 11-16 Years) 
Many families in this study also lost their place in the social hierarchy because they 
had a child with a severe disability. Some aspects of this were related to economic 
reasons as Kagan et aI., (1998) found in their study of mothers returning to work. 
For example, women who had worked prior to having their child were unable to 
return to work because they could not find suitable and affordable childcare. Also 
their caring responsibilities spilled over into their work commitments making 
holding down ajob virtually impossible. Thomson (1997) and Wendell (1996) 
observed that for disabled adults the main reason for their loss of social standing was 
because of the stigma associated with their impairment. The findings from this study 
suggest that parents had similar experienced and chapters 6, 7 and 8 cite examples of 
parents being socially isolated because of their child's disability. For example, 
parents were ignored and excluded from mother and toddler groups, they were not 
invited to children's parties and friends refused to attend birthday parties for their 
child with a disability. The child's disability was all consuming and stigmatised not 
only them but their parents as well. The parents and disabled child were in the 
words of Douglas (1991), matter out of place, and in a sense treated as social dirt 
(Thomson, 1997). 
Within this study some parents speculated on why people reacted so negatively and 
mostly they concluded that it was because of ignorance and a fear of being 'polluted' 
and stigmatised. While this is undoubtedly true, the work of Blacking (1977) is 
insightful if it is applied to this situation. He suggests that societies need to achieve 
'shared somatic states' because they produce 'true fellow-feeling.' This true fellow-
feeling or understanding generates sets of rules that dictate behaviour and action and 
are transmitted from one generation to another. However, the experience of parents 
in this study is that few people have any understanding of the experience of being 
disabled or of bringing up a child with severe disability. There is therefore, no 
shared understanding and no 'true fellow-feeling.' While there are some rules to 
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govern how disabled people and their families are treated, in that they should not be 
discriminated against and should be treated the same as non-disabled people, this is 
not the experience of parents of disabled children. The anti-discrimination 
legislation remains a remote document, and the politically correct behaviour 
advocated by the legislation and demanded by disability activists has yet to permeate 
to the everyday lives of the majority of disabled children and their parents. 
Instead, parents try to compensate for the stigma their children and they themselves 
experience. To overcome the stigma parents accept the responsibility for the public 
and private presentation of their children and their families. For example, they spend 
extra money on clothes to ensure that their child is well dressed and looks as if 'they 
belong to someone.' The public presentation of the disabled child becomes symbolic 
because parents learn that it is only very seldom that non-disabled people look 
beyond this. Perhaps parents are trying to raise the social worth of their children by 
demonstrating to society that they are well loved and are part of a caring family and 
this is why they are willing to absorb the added expense. 
Crow (1996) argues that keeping the experiences of disability private obscures the 
effects of impairment and gives the impression of homogeneity. The reality is that 
the experience of disability is varied. The difficulty for parents of disabled children 
is that there is no collective response. Each discovers for themselves the problems 
and joys of bringing up a disabled child, and, each separately develops their own 
strategies for coping with and overcoming the stigma and the negative reactions of 
family, friends and society. Thus, coming to terms with being a member of a 
stigmatised family is therefore, yet another element in the emergence of the new 
paradigm. 
9.2.4 Theme Four: Living under the microscope and the discipline of 
normality 
Families with a severely disabled child live their lives under intense scrutiny not 
only from professionals but they are watched and observed by family, friends and 
other members of society. The experiences of parents in this study echoes those 
reported in the literature reviewed in this thesis, that disabled children and their 
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families become a public entity. Almost evel)' action is commented on whether they 
are trying to enjoy a family meal in a restaurant or attending a medical appointment. 
This constant surveillance places an immense amount of pressure on parents of 
disabled children who mostly want to live an ordinary family life. Examples from 
this study and from the literature demonstrate that parents of disabled children come 
into more regular contact with health and social care professionals than they would 
do if their child did not have a severe disability (Beresford, 1995). The difficulty for 
parents is that while they are aware that they need help and support they become 
resentful at the number of repeated assessments conducted by professionals. 
Although the assessments are supposed to trigger the provision of appropriate 
services, parents are often dissatisfied with the level and type of help provided 
(McConachie, 1997). The questions asked and the observations conducted therefore 
seem pointless and intrusive. This is because parents have to answer very personal 
questions about their evel)'day family life that parents of non-disabled children do 
not. If they request additional help, for example, funding from a charity they again 
have to provide intimate details of their family's lives. In a sense they have to admit 
to not being able to cope or to provide the items and services their child needs in 
order to qualify for additional help. Every aspect of their child's life and, the details 
of own lives, are studied and discussed and parents find themselves living under a 
microscope and having to justify and explain the reasons why they behave in a 
certain way or make the decisions they do. 
Darling (1979) observed that families with disabled children are often pathologised. 
Parents in this study were vel)' aware of how their lives had become public property 
and for some this increased the pressure on them to appear as much like a 'normal' 
family as possible. Parents went to considerable lengths to do the things that other 
families did such as go on a family holiday, swimming or even that their child was 
dressed the same as everyone else. However, in order to achieve a level of 
ordinariness parents had to be vel)' disciplined. EveI)' outing or activity had to be 
planned to ensure that their child had access and that they would be able to 
participate. Parents also had to budget vel)' carefully because as they all discovered, 
'normal' family life was more expensive for them. This was because they literally 
had to pay more because they were required to go to supervise their child, or that 
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their children needed more of the basic everyday items to allow for the extra changes 
and wear and tear. 
Families become the property of professionals and of society because of the presence 
of a disabled child. They are seen as extraordinary and are denied any aspects of a 
normal family life. As a result parents have to fight to regain this and for the 
mundane pleasures and experiences oflife. Just as the disabled person is often seen 
to become the disability, the family is also consumed by this category yet despite this 
the focus of all service and professional intervention is at the level of the disabled 
child. Parents acknowledge that it is very difficult to find the balance between child 
centred services, which enable and empower the child and those which recognise and 
are sensitive to the family. One is usually at the emotional and financial expense of 
the other. 
In order to regain normality some parents opt to ignore professionals and services 
and to provide help themselves as this returns control to them and possibly removes 
some of the need to conform and comply to the criteria which gives them access to 
the services and support. This action has financial implications as parents have to 
pay to substitute statutory provision. 
Living under constant supervision also imposes a further discipline on parents, that is 
they feel as if they have to cope well with the challenges of bringing up a child with 
a severe disability. Parents in this study and in others (Becker and Silbum, 1999; 
Hicks, 1988) describe their reluctance to admit to family, friends and professionals 
that they were struggling to cope. Some parents were worried that their children 
would be 'taken away' and placed in care if they said they could not cope. Others, 
were reluctant to admit that their child behaved badly because they did not want to 
contribute to the negative image that many people already held of disabled children. 
It was only when parents were literally at the point of despair or that they came into 
contact with a particularly sympathetic professional or friend that they were able to 
talk honestly about how hard it was sometimes to bring up a child with a severe 
disability. Trying to adhere to the discipline of normality means that a biased picture 
of the lives of parents of disabled children and indeed of disabled children 
themselves is portrayed. This maybe why Hershey (1993) complains that parents of 
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disabled children are often presented as heroic and saintly figures and disabled 
children as tragic creatures. The pressures ofliving under constant supervision in 
which parents feel every move they make is scrutinised leads to an enforced 
discipline of normality, whereby parents try to conform to the myth of 'normal' life. 
It is hardly surprising that living under a microscope has far-reaching implications 
for family life. 
9.2.5 Theme Five: Measuring success and defining failure 
There are few positive images of successful disabled individuals and hence, the 
widespread perception of disabled people is mostly negative and conforms to the 
stereotype of dependency and helplessness (Johnstone, 1998). 
The literature reviewed in this thesis has demonstrated that the lack of positive 
images is even more pronounced when disabled children are considered (Hershey, 
1993). Disabled children are most often referred to in terms of what they cannot do 
thereby ignoring and dismissing any potential contribution they may make to family 
life or society. Middleton (1999) and Skelt (1993) have pointed out that this 
negative view of disabled children is enshrined in legalisation in that disabled 
children are defined as 'in need' and lacking certain physical or mental capabilities. 
The findings from this study suggest that parents very quickly become familiar with 
the loss based and tragic image of disabled children. It is only through time and 
experience that they discover for themselves that this image is not necessarily 
correct. For example, this parent described how other people reacted to her child. 
"They would lean over the pram and look in and they would just say oh. 
Then there would be a pause and say very little else. When 1 took him to 
nursery, it was the same, they would say oh, okay then, we'll find something 
he '11 like to do. It is the look that goes with the oh, the panic that goes across 
their faces, the thank God he's not mine look" 
(Check Back Group, Mobility Disability, 0-5 Years) 
As Voysey (1975), Philp and Duckworth (1982), Hicks (1988) and Read (2000) alI 
stated, parents need time and emotional energy to challenge this perception of 
disabled children. Parents of disabled children questioned the criteria of success 
employed by education providers, health and social care professionals who they 
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regarded as having very low expectations for what their children could and would be 
able to do. Within this study, parents wanted their children to be challenged so that 
they developed to their full potential, however, this reportedly did not always happen 
and explains why some parents became frustrated with schools who cared for their 
children rather than educating them. One mother in this study was angry at the 
standard ofteaching her son received in a mainstream school. The school were 
welcoming and were pleased to have her son attend but she described him as being 
treated as the classroom pet, being petted and looked after but not educated. 
Parents of disabled children were concerned that the negative images of disabled 
children and the low expectations that others had of them resulted in low self-esteem. 
Parents were worried that if disabled children were not expected to participate in 
society they would be forced to exist in a limited world of home, hospital and 
institution. These fears and concerns may help to explain why parents of disabled 
children became as they described 'pushy' and fought for services and treatments for 
their children that they believed were necessary. The desire to overcome the 
negative stereotypes of disabled children and to present their child with challenging 
and interesting lives may also explain why parents did their utmost to compensate 
for the negative way in which disabled children were treated regardless of the 
financial and emotional costs to themselves. 
Priestly (1998) has commented on how normative yardsticks are used to assess the 
development of children. For example, standardised charts determine the age at 
which children are expected to walk and talk and those who fail to achieve these 
chronological goals are defined as being 'developmentally delayed'. These 
development criteria often condemn disabled children, by definition, as failures. 
Discussions with health, social and educational professionals only serve to confirm 
this view of disabled children, that is as 'children who can't,' who can't walk, 
communicate, recite the alphabet, count to 20, feed themselves, or go to the toilet. 
Assessments and the completion of forms also ask about what the child is unable to 
do and there is seldom the opportunity for parents to record any positive information 
about their child. Addressing this negative bias in terms of the way in which 
information is collected maybe one simple way that could help parents. However, 
this would need to be achieved sensitively because parents have become accustomed 
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to the fact that they have to stress the things a disabled child is unable to do in order 
to qualify for assistance. 
A final question that emerges from these data and from the literature, is how parents 
assess their own successes and failures. Parents of disabled children are aware that 
success in child-rearing terms usually means that the child develops into an adult and 
establishes an independent life of their own. For the parents in this study, as is the 
case for most parents with children with a severe disability, this measure of success 
is inappropriate and unobtainable. This may well explain why parents place more 
emphasis on smaller achievements, such as the ability of the child to dress 
themselves and of them being able to do things for themselves. The challenge for 
professionals and service providers is to recognise these achievements and their 
importance so that parents are reassured that they are doing their best and their 
efforts are proving successful. Such reassurance from professionals would help 
parents as they leam they have to evolve new criteria for success which may be 
fundamentally different to those of 'normal' families. 
9.2.6 Theme Six: New family dynamics 
The presence of any child in a family changes the nature of the existing relationships 
and affects lifestyle choices as well as aspirations for the future. However, parents in 
this study agreed that the process of changes that would ordinarily occur as the result 
of the birth of a child, is more challenging when the child has a severe impairment. 
This fact has been well documented by other studies conducted by Baldwin (1994, 
1995), Beresford (1995) and Read (2000). The findings from this and the studies 
mentioned above, suggests that the added emotional and financial stress makes the 
process of change more difficult for parents of disabled children. As discussed in 
Chapters 6, 7 and 8, the effect of this stress manifests itself on the changes to 
relationships, domestic arrangements, work and employment patterns. For example, 
Baldwin (1995) has reported that there is a higher incidence of marital breakdown 
amongst parents of disabled children and Kagan et aI., (1998) have shown that the 
presence of a disabled child means that few mothers are able to return to work 
because of practical childcare responsibilities. Instead, the roles and responsibilities 
parents have planned for and looked forward to, fail to materialise and they have to 
develop new and different roles at a time of great uncertainty. The findings from this 
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study suggest that this is a long and arduous process, which requires a fundamental 
reassessment and readjustment of life goals. 
Winters (1997) and Radley (1991) have both highlighted how important appropriate 
and sensitive information is to patients as they adjust to living with chronic 
conditions such as heart disease. Worthington (1982) also notes that the manner in 
which information is presented to parents of disabled children is also important as it 
can effect how parents adjust to the news. The findings from this and other studies 
suggest that parents of disabled children also need appropriate and sensitive 
information and that this information has to go beyond the physical impairment to 
include the other adjustments that parents and families have to make. The social, 
emotional and practical aspects of bringing up a child with a severe disability are 
seldom discussed in any of the literature and parents are left to discover for 
themselves how best to cope. 
Appropriate information would help alleviate some of the feelings of guilt and doubt 
that parents have expressed. For example, Chapter 8 reported how some parents 
struggle to find a balance between caring for and about their child and disciplining 
them. Parents are aware of the pain and disappointments that disabled children 
experience and they are therefore reluctant to stop them doing things or to reprimand 
them. However, parents of disabled children know that they need to define 
acceptable levels of behaviour otherwise their children, like any others, would 
become unmanageable. The problem for parents is how to achieve this and within 
the group discussions conducted as part of this study, parents were very relieved to 
discover that they were not alone and that others faced the same problems. Parents 
reported that simply knowing this made them feel better about themselves and 
helped to alleviate some of their doubts about their parenting abilities as 
demonstrated by this parent who said: 
HI thought it was just me who worried about this, but we're all facing the 
same things. I don't like telling him off because when he finds something he 
wants to do, it's great, it means that there's something that interests him. 
The problem is that it is usually something you don't want him to do, so you 
have to stop him. He likes to jump up and down, but on the furniture. He's 
ruined chairs and beds. I even bought him a trampoline for the garden but it 
doesn't interest him. The hardest thing is that even though I try to explain 
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why he shouldn't do things he doesn't understand. He gets angry and 
physical and then well, what should be just a don't do that, turns into world 
war 3. When it is over [ think he forgets about it but [ don't, [feel dreadful, [ 
worry that [ should do things better, but [ do my best. It's that feeling that 
it's never enough that keeps me awake. " 
(Orientation Group, TraurnaticlIntennittent Conditions, 11-16 Years) 
The sense of isolation that parents described in the previous chapter means that in 
most instances parents of disabled children do not turn to professionals or even 
friends or other family members to discuss the difficulties they face in bringing up 
their child. They opted for this course of action because experience has taught them 
that those not directly involved in the care of the disabled child would fail to 
understand their frustrations and anger as this parent describes: 
"Because she has Downs everyone thinks that she is always loving and 
gentle, but it's not always like that. She has tantrums and gets angry and 
when she does there is no reasoning with her. She has hit out at me and her 
sister before. [know that she gets frustrated and all that but when you have 
to live with it day in and day out, well you all know, it wears you down. If 
there was someone to talk to it might help but there isn't, there is no-one who 
will help. If I say anything to the school, they say she is one of the best there. 
When I've talked to the doctor, he thinks it's me, that I'm tired and 
depressed. [am but [don't want anti-depressants. You see [don't want 
people to think that she is a terrible person, [just want them to know that 
she's not an angel all the time and that's why I get ratty. But you just can't 
say anything because nobody understands. I even had people asking me did I 
want to put her in a home. I don't. . .. so in the end you don't say anything in 
case they do take her away. " 
(Task Group, TraurnaticlIntennittent Disability, 11-16 Years) 
As Johnstone (1998) and Hershey (1993) have commented the stereotypes that exist 
are that disabled children are cute and loveable and that their families are saints. The 
reality of these parents lives is that this is not true, disabled children can be as badly 
behaved as any other child and they, like all parents struggle to cope with the 
constant demands of child-rearing, Being unable to talk about this aspect of child 
rearing increased parents' sense of isolation. 
Two further reasons why parents are reluctant to talk about the problems associated 
with bringing up a disabled child is that they are frightened in case professionals and 
others would assume that they were unfit parents. As described above, the pressure 
that living under constant scrutiny is to make parents wary of making mistakes and 
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makes them feel as ifthey have to be seen to be coping at all times with all 
situations. 
The implications of the above on family life was to make the parents extremely 
reliant on each other. Many parents felt that they could only talk to a partner about 
their worries and frustrations and they reported that this increased the emotional 
pressure on both parents who often felt that they could not admit to each the degree 
to which they were struggling (Becker and Silburn, 1999). Keeping the frustrations 
and problems within the family meant that the image of a 'normal family' was 
preserved but this created two families, the public, 'we are coping fine family' and 
the private one in which parents were literally at the end of their tethers. This 
dichotomy is very similar to the descriptions of parents of disabled children 
discussed by Voysey in 1975. Yet, despite this finding being replicated by other 
studies with parents of disabled children (Beresford, 1995; Hicks, 1988 and Read, 
2000), and that a similar dilemma is reported by spouse carers (parker, 1993), there 
is little evidence to suggest that the added stress and the additional financial costs of 
having to maintain a public and private family persona have been addressed by 
professionals or service providers. 
According to parents much of the literature, and indeed their interactions with 
professionals and others, assumes they manage very well. There is also the 
assumption that parents of disabled children do not encounter the same problems and 
issues as parents of non-disabled children. Parents in this and other studies have 
reported that they do not receive help and advice about everyday problems. This is 
another possible example of how parents of disabled children are denied the normal 
and mundane aspects of family life. Services and professionals are geared to the 
extraordinary, and although parents struggle to cope with these attributes, it is often 
the mundane and the ordinary events that cause the most heartache and are the most 
difficult to deal with. For example, Read (2000) described how mothers in 
particular, are forced to adopt roles and responsibilities that those of non-disabled 
children do not have to. 
As mentioned above, mothers of disabled children have to act as buffers between 
their children and the harsh reactions of society and to reinterpret actions that imply 
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that their children have less social worth than those without a disability. Added to 
this, Read found that many mothers became very isolated; they were not willingly 
included nor welcomed into mother and toddler groups or other events. They were 
also denied many ofthe pleasures that mothers of non-disabled children take for 
granted. For example, friends and family were not always pleased to see them; they 
were not told how wonderful nor beautiful their child was and they were not 
reassured by others that their child was just as naughty as any other. All these things 
led Read (2000) to conclude that this was 'mothering on the margins'. Mothers are 
expected to perform all the usual tasks, to behave as expected and to be willing to 
accept their additional roles and to cope with the added stress. These added 
responsibilities come with less support and fewer financial resources. The surprise 
for Read is that so many mothers respond to, and are equal to, this challenge. 
However, while the findings of this study support this work, they highlight that 
parents fulfil these roles at considerable personal costs to themselves and their 
partners. 
Within much of the research on parents of disabled children, fathers are seldom 
mentioned and discussed (Read, 2000). This is often because it is mothers who tend 
to undertake the practical tasks as well as plan social and medical care and 
treatments. Practical considerations makes this division oflabour almost inevitable 
as it is often the mothers who give up their jobs or careers to look after the disabled 
child full-time. Fathers tend to continue to work because their earning potential is 
greater and, as a result, they are not around to perform some of the routine tasks or to 
attend hospital and other appointments which often take place during the day. Some 
studies suggest that fathers usually only undertake the enjoyable tasks involved in 
bringing up a child but when the child has a severe impairment the practical and 
caring tasks can be especially onerous. This division of labour can therefore become 
unsustainable and could be seen to further marginalise the mother. 
However, recent work conducted by the Beach Family Centre at the University of 
Kansas (2000) has found that fathers of disabled children do perform the routine and 
caring tasks. The findings from this study can shed little light on this area, as most 
of those who attended the focus groups were mothers. Those invited to attend the 
focus group discussions were the parents with the responsibility for the day-to-day 
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care of the disabled child. The discussions were held during the day and evening so 
as to try and accommodate those parents who worked. The finding from the focus 
groups is that in most instances mothers provided most ofthe care for the disabled 
child. In situations in which care was more evenly distributed between parents, the 
suggestion from the focus groups is that mothers usually attended because they were 
more used to dealing with professionals and of discussing the disabled child's health 
and social needs. 
There was also the suggestion that when there was more than one child, fathers 
tended to take on more of the responsibility for the care of the other children, leaving 
the mother to devote more time to caring for the disabled child. This finding is only 
tentative and further research needs to be conducted with mothers and fathers so as 
to explore the roles and responsibilities of each as well as the reasons for any 
division oflabour. 
A final way in which the presence of a disabled child alters family relationships and 
dynamics is in relation to the extended family. Parker (1993) and Dalley (1998) both 
discuss the myth of community care in which the extended family help to care for 
members of the family who are sick and or disabled. As with Ayer and Alaszweki 
(1984), most families in this study found that they were left to cope on their own and 
few received practical help from other family members. There were two reasons for 
this. First, a considerable number of parents did not live close to their own parents 
and siblings and so distance made it impossible to provide practical help with caring. 
Secondly, some grandparents and other family members found it difficult to accept 
the fact that their grandchild had a severe disability. They either treated the disabled 
child differently from other grandchildren or ignored them completely. When this 
situation occurred there were usually many emotions present. 
As reported in Chapter 8, some grandparents blamed the son or daughter-in-law for 
the child's disability, which only added to parents' own feelings of guilt and 
inadequacy. Eventually these relationships tended to breakdown as parents refused 
to continue to invest the emotional energy to sustain them. Within this study there 
were only a small number of families from ethnic minorities but those that did 
participate suggested that they experienced more negative reactions from other 
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family members who were more vociferous in allocating blame and guilt. Once 
again, further research is necessary to explore whether families from ethnic 
minorities receive less help and support from their extended families and to ascertain 
why this might be the case. 
The implication of these new family dynamics is that parents have to cope with an 
'imploded' family, isolated, often marginalised by friends and extended family, and 
one in which the spouses are 'pushed together'. Paradoxically, this implosion occurs 
alongside extra scrutiny by formal agencies. 
9.2.7 Theme Seven: A new economic reality 
As parents adjusted to the emotional, social and practical demands of bringing up a 
child with a severe disability they also had to confront a new economic reality in 
which their income had decreased and their expenditure had increased (Kestenbaum 
1999). While all new parents face a similar situation it is usually only temporary in 
that often parents hope to return to work at some point and eventually children will 
leave home and become financially independent. For many of the parents in this 
study their reduced financial circumstances were not temporary as they realised that 
their children were unlikely to become fully independent, financially or otherwise. 
Parents anticipated that they would be responsible for their children until the time of 
their own or their child's death. 
As stated above, many mothers found it impossible to return to work and to care for 
a child with a severe disability. This was because of the lack of available and 
affordable childcare as well as the unpredictable demands of the child's condition 
and the need to attend medical appointments. While fathers were more likely to 
return to work, their career prospects were limited because of their caring 
responsibilities and often their incomes were reduced because they could not do 
overtime. 
Mothers within this study, and that conducted by Read (2000), expressed concern at 
their lack of a pension. They worry how they will manage financially if and when 
their child leaves home, as many would lose their entitlement to statutory benefits. 
Mothers believe they would be unable to return to work because their skills would be 
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obsolete and that their eaming potential would be minimal. In a strange way parents 
in general, and mothers in particular, became financially dependent on their disabled 
children. Becker and Silburn (1999) have also referred to this interdependency 
between parent and child which could give rise to possible emotional conflicts as 
parents want to encourage their child to be independent but at the same time have 
serious concerns for their own futures. Within this study, those mothers who alluded 
to this situation, did so fatalistically, it was for them, just another example how they 
were and would be penalised by the 'system' for caring for and doing their best for 
their disabled child. While the introduction of Stake holder Pensions, which are 
designed to help those living on low incomes or who having full-time caring 
responsibilities, may help some parents, few in this study would be able to afford to 
make any contributions because their lack of financial resources. 
Within this and other studies about parents of disabled children a further aspect 
which parents have to adjust to is claiming state benefits. Prior to having a child 
with a severe disability few parents had claimed statutory benefits and, as reported in 
Chapters 6 and 7, they found accessing the information and completing the forms 
bewildering. Many other studies have highlighted the need to make the benefit 
claiming system more streamlined and user friendly and there have been various 
initiatives such as ONE (Green et aI., 2000). These initiatives have attempted to 
rationalise the claiming process, however, benefits aimed at disabled children and 
their parents are seldom at the top of the policy agenda and they remain difficult to 
access. This may be because in benefit terms they form a relatively small claimant 
group. However, placing the experiences of parents alongside others who may also 
be claiming benefits for the first time, such as pensioners, suggests that many 
claimants struggle to come to terms with the idea that they are financially dependent 
on the State. Parents in this study reported that the benefits system fails to 
acknowledge that the claiming process is emotional difficult as well as practically 
cumbersome. 
The work of Middleton et aI., (1994 and 1997) detailed the financial sacrifices 
parents make in order to ensure children receive the things they deem essential for a 
child living in Britain. Parents in this study adopted a similar philosophy and also 
went without to ensure their children, disabled and non-disabled, received the items 
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they regarded as essential. However, what is interesting to note is that the studies 
conducted by Middleton et aI., (1997) on non-disabled children, found that parents 
spent more than the minimum essential budget standards, which were the lists of 
items and services parents had agreed were necessary for a reasonable quality of life. 
In this study, parents were unable to afford to meet the minimum essential budget 
standards suggesting that disabled children were going without essential items and 
services. 
To compensate for the shortfall between essential needs and spending many parents 
found themselves going into debt. Long-term indebtedness became part of parents' 
new economic reality. Sometimes parents went into debt because ofthe need to 
spend money on large items for disabled children such as to make adaptations to 
homes. However, for many parents it was constant demands for increased spending 
on everyday items that depleted savings and left with no option but to incur debts. 
For example, parents experienced increased costs for transport, extra clothes, 
bedding, toiletries and nappies. It is these hidden costs that are often overlooked 
when financial assessments are conducted. The findings from this study suggest that 
these costs need to be taken into account ifparents of disabled children are to be 
helped financially. 
9.3 Summary 
One of the main advantages of this study is that it started from the point of 
identifying the needs of disabled children. Parents negotiated and agreed items and 
services that are essential for disabled children and it was only at the final stage of 
the research design, that is the check back groups, that the cost of supplying the 
items was introduced into the discussion. This process enabled needs to be 
disentangled from what parents could afford and in this fundamental aspect it differs 
from Baldwin's (1985) and Smyth and Robus (1989) study on the costs of bringing 
up a disabled child which used expenditure to determine the needs of disabled 
children. 
Using consensual methods also encouraged parents to discuss why certain items 
were needed. The negotiations between parents in the group discussions provided 
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invaluable insights into how parents managed not only the financial aspects of 
bringing up a child with a severe disability but also the social and emotional 
adjustments they had to make. Exploring the financial costs experienced by parents 
of disabled children provided an unexpected window onto other ways in which they 
had to change their lives in order to respond to the challenges of bringing up a 
disabled child. 
The discussion presented in this chapter reflects the process of change many parents 
experienced as they realised that that they did not fit the stereotype ofthe 'normal 
family' and had to reconstruct a new paradigm of family life. In doing this they had 
to learn a new language, that of disability and illness. They also had to manage 
interactions so that they and their children were treated with the respect they 
deserved. Parents also had to cope with the stigma attached to impairment and 
devise ways that enabled them to live an ordinary life under extraordinary 
circumstances. While these aspects were challenging and difficult it was the changes 
that occurred within their immediate and extended families that parents found most 
difficult to come to terms with. Often their relationship ,changed with their partner in 
ways that were not always welcomed. The plans and aspirations for their future 
became irrelevant and instead parents lived in a much more immediate world, living 
from day-to-day and dreading the future because of the uncertainty it held. Taken 
for granted relationships with grandparents and parents' siblings and other relatives 
often disintegrated or had to be renegotiated and reconstructed. 
Many parents did not think of themselves as creating a new paradigm of the family 
in any conscious or explicit fashion. They were simply responding and reacting to 
the situation in which they found themselves. The changes they and their families 
underwent were not thought out and planned and many parents did not welcome 
them. All the parents who participated in this study agreed that the changes they had 
made to their lives were necessary if their son or daughter was to have the same 
opportunities and rights as children who did not have a disability. However, if this is 
to be achieved, services and policies aimed at helping disabled children and their 
parents also have to change and the following chapter considers some the 
implications of the fmdings from this study for national and local policies. 
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CHAPTER 10 POLICY IMPLICATIONS 
10.1 Introduction 
Denzin (1989) observed that there is a need to make the lived experience of ordinary 
people directly available to policy makers and other professionals so that services 
and systems can be developed, made more appropriate and effective. The findings 
from this study, together with those generated from other research support this 
observation. They suggest that policies aimed at helping parents of severely disabled 
children should be made more responsive to the financial, social and emotional 
needs of parents and their disabled children. In order to achieve this policy makers 
at both national and local level must be aware of the challenges and aspirations that 
parents of disabled children have for their disabled child as well as for themselves 
and other family members. This thesis has attempted to make the lived experience 
of disabled parents known so as to inform and influence policy discussions and 
developments. This chapter discusses some of the policy implications of the 
findings from this study. 
10.2 Why Parents Need More Money 
The central difficulty for parents of severely disabled children is that the budget 
standards represent what parents consider to be necessary and not what their children 
actually receive. Most parents carmot meet the levels of spending implied by the 
budget standards and, for many, the gap between the budgets and their weekly 
income is insurmountable. The reality is that meeting the minimum essential budget 
would consume by far the largest share of the income of even the most affluent 
families in this study. 
Parents attempt to minimise the gap between their income and the levels of spending 
they believe are needed by going into debt, spending less on themselves and on other 
family members, and completely altering their lifestyles and aspirations: 
"somebody hits you with this - and by the way your child is disabled - and 
you're supposed to take it all in and go - oh right - and battle your way 
through everything else, and nobody thinks that at the end of the day you're 
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sitting at home trying to come to terms with the fact that this has happened 
and that it has shattered all your future hopes and dreams, and then on top of 
that you've got to pick your way through this and start fighting for things. " 
(Check Back Group, TraumaticlIntennittent Conditions, 6-10 Years) 
One of the biggest problems faced by parents in trying to juggle their budgets is that 
the need for extra spending often comes suddenly and unpredictably. Parents 
identified cycles in their budgets linked to their child's health. When their child is 
comparatively well they manage better. However, when the child is ill they spent 
considerably more money and it is at this point that many go into debt. The 
additional costs that they identified are: 
• transport to and from hospital; 
• overnight stays for parents requiring childcare for other children; 
• extra medication; 
• treats and presents for the sick child, as well as for other children so that they did 
not feel excluded; 
• extra heating costs when the child returned home; 
• extra laundry costs as the child often needed changing more often when ill. 
Parents are not able to predict or plan for periods of extra expenditure, they have no 
savings to fall back on and there is no flexibility in their budgets. 
As the quotation above suggests, however, their need for support is not purely 
financial. They do battle almost daily with the bureaucracies of health, social 
services, education and, often, housing in an attempt to make life better or at least 
tolerable for themselves and their child. 
10.3 Benefits for Disabled Children 
The findings from this study demonstrate that the financial costs to parents of 
bringing up a disabled child are significant. In the year 2000, excluding food, 
parents spent on average £65.51 per week, which is almost twice as much as parents 
spent on non-disabled children. An examination of parents spending patterns show 
that the increased costs are for day-to-day items rather than 'luxuries' such as 
holidays, birthday and Christmas presents. 
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Comparing parents actual spending with the budget standards reveals a shortfall 
between what parents spent and the amount they agreed was necessary to meet the 
needs of their children. While parents did their best, spending an average of £65.51 
per week provided disabled children with less than half the goods and services that 
parents had agreed were essential to achieve a reasonable quality of life. The budget 
standards suggested that parents actually need to spend £152.77 per week. 
While the financial situation has improved, in that benefits for disabled children have 
increased, there remains a shortfall between maximum benefit entitlements and the 
budget standards. Benefits would need to be increased by £27.97 per week so as to 
meet the budget standards. 
The reality is that many parents of disabled children do not claim all the statutory 
benefits they and their child are entitled to. For some this is because they are 
unaware of their eligibility, for others the claiming process is too difficult both on a 
practical and emotional level. Parents of disabled children need the benefit claiming 
process to be made more user-friendly and straightforward. Parents also need to be 
able to access information easily and in a format which encourages them to apply 
rather than dissuades them from applying. 
10.4 Transport 
Some of the difficulties which parents experience with transport have been described 
in Chapters 6, 7 and 8. Recent changes to the Disability Living Allowance which 
now entitles children aged three and over to claim the mobility component of this 
benefit have and will help parents meet some of the additional costs of transport. 
However, those parents who continue to be ineligible will still have to use public 
transport. Public transport is either impossible to access for most severely disabled 
children, or provides an unreliable and inappropriate service when access problems 
can be overcome. 
Some parents were able to get assistance with the purchase of a car through the 
Motability Scheme. However, the amounts allowed are only sufficient to lease a 
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small two door car, whereas their need is for a much larger vehicle into which a 
wheelchair will fit and a child can be manoeuvred. Extensive adaptations, such as 
allowing a wheelchair to be pushed into the car, are often required as children get 
older and bigger. All these adaptations can cost very large sums of money which 
parents have to find. Again changes in the rules surrounding eligibility for financial 
assistance would directly benefit disabled children and their parents. 
Public or voluntary sector transport services provide services specifically for 
disabled people and whilst appreciated, do not necessarily solve parents' problems. 
To give just one fairly typical example, a parent described trying to take her severely 
disabled child to hospital using such specialist services. 
"they're a good idea but not much else. I had to take my daughter to the 
hospital. I rang up and tried to book a taxi thing, and he asked where I was 
going so I told him. He said we can only take you to, Iforget the name of the 
road, because that is our boundary. He wanted me to ring the other place 
and arrange another car to come and pick me up from there. I said to him, 
I'm trying to get my daughter to the hospital because she's sick, you want me 
to wait on the side of the road, what do I do ifit doesn't turn up? He said 
them was the rules, so I had to get a taxi and you can't book one of them 
black taxis that you can get a wheelchair into, you have to hope you're lucky. 
It's disgusting. " 
(Task Group, Mobility Disability, 6-10 Years) 
Transport is also one aspect of the lack of co-ordination which parents describe 
among the range of service providers with whom they have to cope (see further 
below). It is clear that serious attention needs to be given to how the transport needs 
and costs to families with severely disabled children might better be met. For 
example, if transport services liaised directly with each other it would mean parents 
would not have to co-ordinate provision from different agencies. Also, if changes to 
transport provision were discussed prior to being implemented parents would have 
the opportunity to check that they were practical and feasible. These changes would 
greatly reduce the stress and costs experienced by parents. 
10.5 Education 
Throughout the group discussions parents expressed concerns about the 
shortcomings of the educational services they and their children received. Their 
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concerns were directly related to the detennination that their children should not be 
socially and educationally disadvantaged. In order to prevent this from happening, 
they spent more money and time to try and ensure that their children's educational 
needs were met. 
Parents described as a mixed blessing the emphasis on the education of children with 
special needs in mainstream schools wherever possible, as a result of the 1981 
Education Act. First, the process of securing a Statement of Special Educational 
Needs for a child was said to be extremely difficult, both in tenns of the length of 
time involved and the bureaucratic nature of the process. 
Once the Statement was in place, parents whose children had less complex and 
severe needs were happy with the principle of mainstream provision. However, they 
reported continual problems in ensuring that adequate and appropriate support and 
facilities were made available. Some parents felt that their children were almost 
automatically excluded from any school trip or visit that would involve taking the 
child outside the school grounds. 
"You know when Jack was at mainstream school they were doing an 
educational visit down to the Museum and they said to me "Will Jack be able 
to walk down to the Museum?" and I said "Physically it would be 
impossible ", and they said "Well, sorry he can't go then ", and they said 
"Well, we're quite pleased because we can't have the educational assistant 
pushing the wheelchair all the way. We're quite pleased because he hasn't 
got the concentration so we prefer him not to go anyway". And they 
wouldn't let him go to the Museum. I went crazy because they were getting 
extra funds for having him you know, but they wouldn't let him go to the 
Museum. " 
(Task Group, TraumaticlIntennittent Conditions, 6-10 Years) 
Parents also felt that the attitudes of some teachers left much to be desired. Some 
schools were said to be reluctant to have a severely disabled child in a class because 
of the demands on resources and the need to make structural changes. Some 
teachers were described as lacking the skills to deal with special educational needs 
which both frustrated and angered parents. 
"and it was like, if you want a pet hamster, take him out and stroke him when 
it's convenient. They do all this, oh we integrate our children, but its all 
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surface, there isn't anything underneath it, people don't want to know. And 
other parents don't want to know either all you get from them is grief" 
(Check Back Groups, TraumaticlIntennittent Conditions, 6-10 Years) 
For those whose children attended special schools the problems were different, but 
no less severe. The main difficulties were caused by having to transport the child 
over long distances and isolation of the child from neighbourhood children (see 
above). Whilst it is difficult to see how a change in policy would assist, better 
resourcing of special schools to allow children to mix with their school-friends 
outside of school hours would benefit both parents and children. Better resourcing 
might also reduce the additional expenses that parents incur through repeated 
requests for contributions to school events, funds and trips, as well as for sending in 
toiletries and additional clothes referred to earlier in this report. 
10.6 Health and Social Services 
There are a number of policy issues arising from parents' descriptions of their 
experiences with hospitals, general practitioners, health visitors, and social workers. 
The high financial costs of hospital visits and hospitalisation experienced by parents 
have been described in detail earlier. These costs are particularly resented when 
visits prove to have been unnecessary because of lack of communication by the 
health professionals. 
"Well we went to the hospital for an eye operation and when we got there he 
wasn't having one, he was having a brain scan, but we had all the 
information on how long he needed to stay in, what eye they were operating 
on. We had to bring a load of stuff with us, my husband got off work. He 
was there for four hours to have the scan and back home again. " 
(Check Back Group, Sensory Impainnent, 11-16 Years) 
This lack of communication was not simply a problem within hospitals. Other 
health professionals with whom the families became involved were often ill-
infonned as to the condition and needs of the child. 
"I've got one and she asked about my health and my husband's health and 
how's Owen 's health. So I said he's not doing too bad at the minute. What's 
wrong with him? And when I tell her, well, what's that? Oh my god!" 
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"1 ended up telling my health visitor she'd got this syndrome, so 1 was going 
out and getting photocopies and giving them to her . .. 
(Check Back Groups, Mobility Disability, 0-5 Years) 
Under the 1989 Children Act Social Services Departments were given the lead 
responsibility for the co-ordination and provision of services to disabled children and 
their families. Social workers have the difficult task of treading a fine line between 
support and interference. On balance parents felt that social workers were failing to 
do so, describing them as never being there when wanted and always interfering 
when they were not wanted. The majority of parents would value the support of a 
designated key worker, as envisaged in the Act. They would like a key worker who 
could access services and information on their behalf, thereby reducing the financial 
and emotional costs currently experienced. 
Health and social services professionals were also described as showing a lack of 
tact and understanding, both at the point of diagnosis and subsequently. Parents said 
that some professionals seemed unaware that the diagnosis they were handing out 
was being given to the parent of a child. 
Parents do not want sympathy but practical help and support. 
"more practical, more help of a practical nature, more help to help you get 
over the initial diagnosis, if you want that. More help with practical day-to-
day living. My daughter has very difficult behavioural problems and 
everybody says oh, 1 don't know how you manage, and you're wonderful. 
These people are getting paid thousands of pounds to sit there and they don't 
know how to deal with that. And you sort of think where is the help, where is 
that practical support and the emotional support . .. 
(Check Back Groups, Sensory Impairment, 6-10 Years) 
It seems that there is a continuing need for further and more appropriate training for 
health professionals and social workers in delivering diagnoses and services to 
children with a severe disability, as well as to their parents. 
10.6.1 Respite care 
Parents see respite care as a service which should meet their needs for a break from 
caring, as well as being a service for their child. This goes against most current 
debates about the role of respite care which is seen as a child-centred service. In 
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other words, parents saw the need for respite care as very much for their sake. They 
understood, but were frustrated by, the fact that respite care is available to meet the 
needs of the child, rather than to give them a break. 
"you more or less have to say look I'm a really bad mother and I'm going to 
kill him unless you do something to help me. " 
(Check Back Group, TraumaticlIntermittent Conditions, 11-16 Years) 
In fact very few children in this study used respite care, particularly the younger 
ones. Parents of younger children said that the child's needs and/or behaviour were 
so unpredictable that it would be unfair on both the child and the carer. There was 
also a sense in which many parents were unwilling to let anyone else look after their 
child - only the parent could understand the child's needs and medical condition. 
The price of a short break was often too high in terms of the disruption to the child's 
routines. 
Whilst still believing that respite care should be a service for them, as well as for 
their children, parents of older children had very different concerns. Some had 'run 
out of steam' and wanted a break for themselves and for other children in the family, 
as well as for their severely disabled child. Their problem was in accessing quality 
respite care when they needed it. Such care usually has to be booked well in 
advance, whereas parents reported that their need for care tended to be sudden, either 
in response to a family crisis or because they simply reached breaking point. 
Parents expressed the need for a flexible, quality respite care service to which they 
can turn without being made to feel inadequate and in the confidence that their child 
will be well looked after. The challenge for policy makers is to provide a service 
which will meet the needs of parents as well as children. 
10.7 Housing 
For many parents some of their biggest battles are fought when they need either to 
move, or to make significant alterations to the fabric of their existing 
accommodation to meet the needs of their severely disabled child. Such alterations 
range from the relatively minor - providing a ramp for the wheelchair, grab handles 
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for the bath or a stair lift - to major structural rebuilding to provide downstairs 
bedroom, bathroom and toilet facilities (Olman and Beresford, 1998). 
For those who rent their homes, particularly from the local authority, moving is 
difficult given the shortage of rented accommodation in this sector. Further, 
persuading the local authority to agree to perform even relatively minor alterations 
can take a long time and a great deal of energy. 
For owner-occupiers the problems are sometimes even greater. Their home may 
have been bought before the birth of their disabled child, when the family's financial 
circumstances were very much better. Moving is not an option because they do not 
now have the income required to obtain a larger mortgage or, in some instances, 
even to service their current mortgage. Problems of finance also raise their head 
when owner-occupiers approach the local authority for a grant to assist them with 
altering their existing home. Whilst such grants are means-tested, the income level 
above which no contribution will be made is often set too low for many parents to 
qualifY. Even if the local authority does contribute, parents almost always have to 
find part of the cost themselves, which on their limited incomes is often impossible. 
Building societies often will not help because the family income is, in contrast, 
considered to be too low to meet the level of repayments required. 
Where parents were entitled to fmancial help to meet the costs of the adaptation, this 
help was means tested. 
''I'm having terrible trouble at the moment. I'm bathing a child that is as big 
as me and very strong and often doesn't want to be bathed. And the first time 
we've asked social services for any help, its means tested. And they're 
saying that we've got to raise £6000 ourselves, it's not possible. And now 
we've got to have two letters from banks or building societies to say that they 
won't lend us the money. Well what bank and building society aren't going 
to lend money ... it just a vicious circle. They want us to go into debt. " 
(Check Back Group, Sensory Impairment, 11-16 Years) 
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They were aware that resources were limited and that others also had needs, but as 
one parent said: 
HI don't want to exploit anybody, I don't want to tell anyone I need anything 
more than I do. But please will you listen to me when I say I bloody well 
need a shower, and they won't . .. 
(Check Back Group, Sensory Impairment, 11-16 Years) 
Parents were angry at the time it took to get housing departments, as well as health 
and social services, to arrange the necessary adaptations despite the fact that they 
have a statutory requirement to do so. They also highlighted the lack of co-
ordination and communication between various professionals and the assumption 
that they know best. Parents' experiences were that professionals came in and told 
them what would be done without consulting them. For example, if parents applied 
to have their bathroom adapted some were told that they could have a shower but 
their bath would be removed. When parents tried to explain that their severely 
disabled child actually enjoyed having a bath and that it frequently helped them to 
relax, to say nothing of the needs of other family members, they were simply told 
that these were the rules and it was 'take it or leave it'. 
Again policy makers need to ensure that the financial and practical help parents 
require to make their homes suitable for disabled children is available to parents. 
Eligibility criteria and waiting times need to be reviewed so that parents and disabled 
children receive the help when it is needed rather than several years later. Also, 
parents need to be consulted about the adaptations to their homes, so that it remains 
their 'home', a home for the whole family. 
10.8 Co-ordination of Services 
The battles which parents continually have to fight with individual agencies and 
professionals are compounded by the lack of co-ordination between service 
providers, which have been extensively described in previous research (Baldwin and 
Carlisle, 1994). Despite the improvements promised in the 1989 Children Act, 
parents still describe a situation where 'the right hand doesn't know what the left 
hand is doing'. Parents described innumerable instances when this failure to co-
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ordinate left them and their child with, at best, inappropriate services and, at worst, 
without services at all. The following is just one example among many. 
For many severely disabled children transport to and from school is provided free. 
Usually this is straightforward in that the bus comes at a certain time and takes the 
children to school. However, parents told of changes (by health professionals) to 
wheelchairs, which resulted in them being unable to be secured in the school bus. 
No service provider had checked on the implications of these changes to the service 
to ensure, in this example, that the child was still able to get to school. This 
happened to more than one family and in some situations the children were not able 
to go to school and remained at home while the various agencies tried to resolve the 
situation. Other parents lifted children into ordinary seats and took the wheelchair to 
and from school themselves, or bought alternative equipment while the situation was 
under review. 
These problems of co-ordination are particularly acute once the child is in the 
transitional phase between school and adulthood, between the ages of 16 and 19 
years. Parents are concerned about the future of their young adult when s/he leaves 
school. At that point they will no longer be able to access educational services, 
which provide a form of quality daily respite care, as well as being a source of 
educational stimulation and development for children. After the age of 19 years 
some parents and young people will have to rely on Social Services provision of day 
centres. The majority of parents are worried that these facilities will not be of such a 
high standard and that hours of attendance will not be guaranteed. 
Many of the problems which parents experience in trying to access services could be 
solved, they believe, if they had just one person who was responsible for co-
ordinating services for them and their child. 
"I'd like someone, a social worker so I've got a key person. If I wanted 
something, if I wanted to find something out, pick up the phone and ask this 
one person. " 
(Check Back Groups, TraumaticlIntermittent Conditions, 0-5 Years) 
The Children Act of 1989 and the Community Care legislation of 1990 were to 
provide the framework within which significant improvements in the provision of 
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services for disabled children and their families could take place. Baldwin (1994) 
and Read (2000) have discussed the details of the legislation the central thrust of 
which was to improve access to services for families through better co-ordination of 
provision. The experiences of families in this study suggest that, whatever 
institutional arrangements may have been put in place to encourage joint planning 
and delivery of services, few improvements have reached the 'coal face'. 
What the parents of severely disabled children want remains the same as in all 
previous research, as summarised by Baldwin and Carlisle (1994: 56): 
'What they want is a service which: 
• is based on sensitive and comprehensive assessment of both child's andfamily's 
needs, with re-assessment from time to time and particularly at times of 
transition; 
• allows families some choice in the services which they can have; 
• makes a formal agreement with them to deliver an agreed package of services and 
does so to an acceptable standard; 
• identifies a key-worker who will get to know family and child; maintain contact; 
act as a link across the different agencies and professionals who might be 
involved; act as their advocate and representative when necessary. ' 
10.9 Summary 
This chapter discussed some of the implications for national and local policies aimed 
at providing help and support to parents of children with severe disabilities. While 
some ofthe changes need to occur at the practical level there must also be a change 
in the culture and attitude of those providing services to parents of severely disabled 
children. The findings from this study stress that professionals delivering services to 
parents of disabled children must recognise the dual roles of parents. They are 
parents with the same rights, expectations, aspirations and emotional attachment to 
their children as parents of non-disabled children. However, professionals must also 
respect the second role of parents, that is as care providers. 
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What is clear is that parents of disabled children need practical help ifthey are to 
succeed in caring for and about their children. Services which are sensitive to the 
needs of parents must help rather than hinder them. To achieve this services and 
policies must avoid what Challis (1988:267) refers to as 'the manic-depressive cycle 
of the policy debate about co-ordination with fits of enthusiasm yielding to bursts of 
disillusion.' Without practical and sensitive improvements to national and local 
policies parents of disabled children will continue to pay a heavy price to care, 
financially, emotionally and socially. 
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CHAPTER 11 CONCLUSION 
HI don't wallt sympathy, I don't need sympathy, I need real, practical help . .. 
(Task Groups, Sensory Impainnent, 6-10 Years) 
This thesis has attempted to do what Denzin (1989) suggested and make the lived 
experience of ordinary people available to policy makers. The ordinary people in 
this situation are parents of disabled children and their lived experience contains both 
the challenges and the rewards of bringing up a child with a severe disability. In 
doing this a wide range of literature has been drawn upon which has been used to 
highlight the particular issues encountered by parents of disabled children. Perhaps 
one of the most important findings from this study is sununarised by the parent in the 
quote above. Parents of disabled children want practical support that will help and 
not hinder them in bringing up their children. The help and support they require is 
varied but parents in this study stressed repeatedly that what was missing was help to 
live ordinary lives. 
Parents of disabled children want to be treated as parents first and foremost and for 
their children to be treated as children and not a 'challenging case.' While they face 
particular challenges and difficulties parents want and need services that will allow 
them to live as nonnal a farnily life as possible. To achieve this services must 
recognise the expertise and experience of parents. Parents of disabled children must 
be involved in planning the care of their child. Harnessing parents' knowledge and 
working with them can only enhance the effective use of resources that will benefit 
both parents and professionals: to do otherwise would be to neglect the rights of 
parents and their children. As one mother said, 
"I don't want any other mother to have to go through what I did. To sit in 
office after office and listen to doctors, social workers, all of them, talk about 
me and my child as ifwe weren't real. We have feelings. They should 
remember that we are mums, that's all they have to do . .. 
(Orientation Group, Mobility Disability, 6-10 Years) 
The findings presented in this thesis shows that some of the main difficulties 
encountered by parents are related to a lack of money. This study found that the 
minimum essential budget standards indicate that it costs three times as much to 
bring up a severely disabled child as compared with a child who is not disabled. The 
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budget standards have been negotiated and agreed by parents and they are not asking 
for the moon. Rather the budgets represent the minimum which parents believe 
would allow severely disabled children and their families to have a decent and 
dignified lifestyle. Their aspirations in drawing up the budgets standards are no 
different to those of most parents, namely to ensure that each child can achieve 
herlhis full potential and the best possible quality of life. 
The findings from this study have demonstrated that the financial costs to parents of 
bringing up a disabled child are significant. Excluding food, parents spent on 
average £65.51 per week, which is almost twice as much as parents spent on non-
disabled children. An examination of parents spending patterns show that the 
increased costs were for day-to-day items rather than 'luxuries' such as holidays, 
birthday and Christmas presents. 
Comparing parents actual spending with the budget standards revealed a shortfall 
between what parents spent and the amount they agreed was necessary to meet the 
needs oftheir children. While parents did their best, they were able to provide 
disabled children with less than half the goods and services that they had agreed 
were essential to achieve a reasonable quality of life. The budget standards 
suggested that parents actually needed to spend £152.77 per week. 
While the financial situation has improved, in that benefits for disabled children have 
increased, there remains a shortfall between maximum benefit entitlements and the 
budget standards. Benefits would need to be increased by £27.97 per week so as to 
meet the budget standards. Some parents are very angry about the shortfall, arguing 
that they save the nation a lot of money by caring for their child at home. 
"we're saving the government a lot of money, if they had to pay wages on top 
of everything but they don't, all we want is to be able to do it properly . .. 
(Check Back Group, Mobility Disability, 6-10 Years) 
The financial difficulties of parents are compounded by the limitations on their 
options to increase the family income through work. For lone parents raising 
severely disabled children, work is not an option in most cases. Childcare for these 
children, beyond the limited hours offered by school, is simply not available and, on 
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the rare occasions when it can be found, is substantially more expensive. In two 
parent families, who often have other children to consider in addition to the disabled 
child, it is sometimes difficult even for one parent to work, much less two. 
Furthennore, having one income can often create more problems than it solves, as 
the upper income threshold for the granting of additional financial help is set too low 
and excludes many families who are just above these limits. The additional 
difficulty for parents who work is that they are often unable to increase their income 
by working overtime or by securing a promotion, as they do not have the time to 
devote to the job because of their commitment to caring for a severely disabled child. 
The dilemma is that if they work they may miss out on fonnal statutory help. But 
the alternative of not working means that they are destined always to be poor. 
Whilst the detail of the budget standards varies for children of differing ages and 
with different combinations of disabilities, the overall differences are not enonnous. 
All severely disabled children need extra clothes and bedding, money for trips to 
hospital, extra possessions and activities to enable them to develop to their potential. 
They also need equipment to make both the child's and the parent's life possible 
within a nonnal home environment. All ofthese things require additional 
expenditure. 
The consensus which parents reached in agreeing the budget standards was 
extremely strong. In addition to pointing out the savings to the Exchequer which 
accrue from their commitment to caring for severely disabled children, they stressed 
that: 
"he has a responsibility to maintain all children in this country, and that's 
his job to do that. You know there are acts, such as the Children Act, she has 
rights to services and rights to a basic standard of living to increase her well 
being and all that bumph. ... so 1 would say, so here you are, you have her in 
care and then see how much that would cost you. " 
(Check Back Groups, Mobility Disability, 6-10 Years) 
The parents were adamant that the additional financial costs of bringing up a child 
with a severe disability, which they had identified, are not excessive. The budget 
standards demonstrate the real financial costs to parents. The extra items are 
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necessary for both parents and children, because without them parents simply do not 
have enough time to care for the child as they would wish. 
However, parents emphasised costs other than the purely financial. For many, 
having a disabled child resulted in them' being a disabled family'. Some parents felt 
they lost almost everything, their own identity, occasionally their physical and 
mental health, their friends and sometimes the support of their families. All said that 
they had no social life and only a limited family life, however hard they tried to 
protect and compensate their other non-disabled children. The sense of guilt is 
enormous. 
"I've got a six year old (non-disabled) child who is like going on 40, you 
know he's like a little old man and sometimes you think, that's awful because 
they don't get a childhood. And some of the things he comes out with I think, 
oh dear. And they have all their worries and all their problems and they'll 
be upset one day and you ask, "What's the matter?" And I'll say, "Why 
didn't you tell me? .. and he says "Because you've got too much else to do . .. 
(Check Back Groups, Traumatic Intermittent Conditions, 6-10 Years) 
The Children Act of 1989 and the Community Care legislation of 1990 were to 
provide the framework within which significant improvements in the provision of 
services for disabled children and their families could take place. The central thrust 
of this legislation was to improve access to services for families through better co-
ordination of provision. The experiences of families in this study suggest that, 
whatever institutional arrangements may have been put in place to encourage joint 
planning and delivery of services, few improvements have reached parents of 
disabled children. 
Parents want and need services that are responsive, sensitive, reliable, and that 
reflect both their needs as well as those of their child (Baldwin and Carlisle, 1994). 
To achieve this services will have to change. Some of these changes will require 
more money but they also necessitate a more fundamental overhaul so as to ensure 
that disabled children and their parents are accorded the same rights and respect as 
those who are not disabled. 
The difficulty for parents of disabled children is that, as well as worrying about 
money, they have other things to 'worry' about as well. The lack of practical and 
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emotional support was compounded by a lack of money and produced particular 
tensions and difficulties for all involved. The reality for parents was that while 
struggling to reconcile the additional financial costs with the needs of their child, 
they also had to confront new and unexpected experiences. The data from this study 
suggest that it was by effectively constructing a new paradigm of family life that 
parents could respond to these new experiences and redefine and renegotiate 
relationships, obligations, aspirations and responsibilities, as well as their very sense 
of self. But for all these parents, underlying this fundamental shift was one poignant 
and cherished goal: that their disabled son or daughter should have a life worth 
living. 
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ANNEXA 
ORIENTATION GROUPS 
TASK GROUP TOPIC GUIDE 
CHECK-BACK GROUPS 
Orientation Groups 
Background Information 
"The purpose of the research is to explore the costs of childhood disability. We have 
previously done some work looking at the costs of bringing up children in general and now 
we want to look at the extra costs for different groups of children. One group often ignored is 
children with disabilities." As these are the first groups to be held ask people to point out 
anything that is overlooked or anything that they disagree with. 
Introductions and name, name of child, age, sex, birth order and nature of the child's 
disability. Stress confidentiality. 
All children cost money but what we want to do is to look at some ofthe extra costs that 
parents like yourselves experience. 
What are the things that come to mind when thinking about the extra costs that you as parents 
experience? What costs more? (get them to identifY areas of the budget that they spend more 
on). How much more are they spending? Was it different for other children they had? 
In order to explore areas of extra expenditure go through areas of the budget. Check whether 
they are buying more of the same items and if they are buying things for longer periods of 
time and or replacing items more often. Ask if it is possible to quantifY these costs: 
• Clothes: special clothes, particular sizes, availability, quantity 
• nappies and cleaning items 
• toys and possessions: do they have any specific items, what are they, what did they cost, 
help with payment: does the child save for items etc., sharing with siblings; use of second 
hand toys and possessions 
• food: special diets - what do these consist of; personal preference, availability; cost; what 
do they spend on food for the whole family; 
• health and safety: are there any extra items that they need, if so what 
• personal hygiene: do they have to buy special soaps etc., if so what are the costs 
• transport; use of public transport; taxis; cars. What are the costs involved? 
• sleeping and moving: bedding; special beds; lifting equipment etc. 
• special equipment: wheelchairs; buggies and pushchairs; any other items 
• washing: are they doing extra washing? If so how much more; how long do washing 
machines last; what about drying clothes and bedding 
• heating: do they have to heat the house to particular temperature; keep the heating on 
longer; what are their fuel bills? 
• childcare: use of childcare; is specialised childcare more expensive; what are the costs. 
Problems finding suitable childcare? 
• activities, outings and holidays: what do they do, where, how often, transport, cost, what 
about school activities, other costs birthday parties etc. How important are these activities? 
Are they more expensive for the child with disabilities than for other children? 
• trips to the hospital; how often do they go: what are the costs involved, meals for them, 
presents and extra items for the child and other siblings; what arrangements do they have 
to make for other children? 
Adaptations to your home: Have you had to have any adaptations to your homes because of 
your child's disability? Roughly how much did it cost? Did they have any help towards 
meeting this cost? Have you had to make more adaptations or move because of your child? 
Transport: have you had to make special changes to your car, or change it? Can you use 
public transport or do you have to use special taxis etc.? How much does this cost? 
Working: Do any of the parents work? Did they give up because of their child's disability? 
What about partners? 
Informal help: do they receive help from family and friends: what is the nature of this help 
Formal services: what formal services do they receive - are these free or do they have to pay 
for them? (childcare, day care, baby-sitting, medical services?) Do these services cost more 
because their child has a disability? 
Medicines: AIe there extra costs for medicines: prescription versus non-prescription items 
and treatments? 
New versus second-hand - is it possible to share items or do things have to be bought 
specifically for your child? 
Is there any room for manoeuvre in terms of quality and price: was it the same or different for 
your other children 
Do things wear out more because of their disability - how often are items replaced? 
What is the role of others (to be named) in buying items - what do their fathers buy them, 
other relatives, help from support groups or other organisations? 
What would they say is their single biggest item of expenditure: is this different for parents in 
general 
Previous work highlighted the pressures exerted by children on their parents to buy certain 
items - do they experience the same of is it different; in what way? 
Meeting the needs for their child with disabilities - reconciling needs to available 
resources - how do they do this, what kind of decisions do they have to make? Do they miss 
out on things, do other members of the family? If so in what way? 
Windfall question: how would they use an extra bit of money each week - how much would 
make a difference? How would they use a larger sum of money 
Benefits: what benefits are they in receipt of; are there other benefits that you have claimed 
in the past or are claiming now? AIe there any that you decided not to claim? Why? What are 
the amounts? AIe these benefits earmarked for specific things are do they go into the 
household pot? How are important are these benefits? AIe they enough? 
Is there any areas of expenditure that that I have missed? If so, what? 
Explain the next stages of the research and what will happen next. 
Thank the respondents and ask if they would like to receive summaries of the findings ofthe 
research in about a year or so. 
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Task Group Topic Guide 
Introduction 
Go round and introduce for the tape. Stress confidentiality. 
Begin by asking them the name of the child they completed the diary for and the nature of their 
disabilities (stress need to be brief) 
All children cost money but what we want to do is to look at some of the extra costs that parents 
such as yourselves experience. Ask them what are the things that come to mind when thinking 
about the extra costs? Hopefully explore these in more detail. 
THE TASK 
Thank you for filling in the diaries and inventories. Easy or difficult? What was easy/difficult? 
Explanation of task: 
The one thing that you all have in common is that you have a child aged [insert age group of 
child) and with severe disabilities. 
What we have to try and do is to see if we can agree on lists of items and activities which you 
think are essential for a child with disabilities to have. 
When we're thinking about' essential' we might want to use the definition on the wall ( United 
Nations Convention on the Rights of the Child): 
"the< right of every child to a standard of living adequate for the child's physical mental, 
spiritual, moral and social development" 
Is this how you would define essential or not? How would you define essential? 
Well, let's stick to this definition so that we all know how we're defining essential. 
However, as you probably know only too well, all children have different combinations of 
disability, so to help you think about minimum essential needs we have drawn up a pen picture 
of a child with severe disabilities. INTRODUCE CASE STUDY CHILD. Ask them to comment 
on the case study - is it realistic? Amend if necessary. 
Possessions 
Just to help us think about essential items we will use the inventory you filled in to help us. Now 
you're going to find out the meaning ofthose mysterious blank columns headed A,B and C. I 
would like you to go through the inventory and for each item put a tick in column A if you think 
it's essential for the case study child, tick column B if you think it's desirable to have and tick C 
if you think it's a luxury. If you think it is essential for the case study to have more than one of 
the item, write down how many you think are essential in column A. For example, if you think 
it's essential to have 4 dolls write down in column A. (REASSURE: There's no right and wrong 
answer, just put what you think) 
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This is a list ofminimum essential items which mothers of children without disabilities agreed 
on for a child aged [insert age of case study child). 
WORK THROUGH LISTS ON FLIP CHARTS ASKING: 
For each item: 
Do you agree / disagree? 
Do they need more or less 
how many, how many more or less 
anything else which case study child needs 
specialist possessions? where from? 
Check the following: 
Bedroom 
How often does bedroom furniture / toys need to be replaced? Is it different for case study child? 
How? More or less often? Which items? Why? 
Do all case study child's possessions have to be bought new, or can some be second hand, or 
handed on? Which items? Why, why not? 
Mothers in the earlier groups agreed that we could buy these items at MFI and Toys R US, a 
middle of the road shop - do you agree or disagree? Which other shop(s)? 
* Laundry 
Parents said that children of this age group accounted for two loads of washing a week, would 
the case study child generate, the same amount, more or less? How many washes per week? 
Is a washing machine essential? 
Parents did not think a tumble drier was essential, do they agree or disagree for the case study 
child? 
TOILETRIES 
Thinking about case study child, what items from this list which parents agreed for children 
without disabilities, do they consider essential for this child? 
TOILETRIES LIST 
Do you agree / disagree? 
Do they need more or less 
how many, how many more or less 
anything else which the case study child needs? 
Parents allowed one bath a day, would this child need more? If so, how many? 
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FOOD 
Now let's think about the food which this child needs. To help us again we've got the minimum 
essential diet that mothers agreed for children of this age who did not have disabilities. Go 
through diet and ask about the case study child: 
do they agree! disagree 
more or less? 
other items 
what items? 
specialist foods? food substitutes? 
what 
where from 
prescription or not? 
DIARIES 
Now let's look at the diaries which you've spent so much time filling in. Where the diaries easy! 
difficult to complete? What was easy! difficult? Where they appropriate for their child? Were 
they able to write in what the child ate and what they spent money on? Ifnot, why not? 
Again, could you go through activities and the other things which you bought each day and tick 
the columns: tick column A if you think it's essential for the case study child, tick column B if 
you think it's desirable to have and tick C if you think it's a luxury. 
SCHOOL OR DAY-CARE ACTIVITIES 
What activities are the minimum essential for this case study child: 
Parents in earlier work allowed: 
(Ask whether they agree or disagree with the items, should there be other items; different 
amounts, if so what and why?) 
day trips 
charity 
parties 
field trips 
Regular activities: 
swimming 
dancing 
other school activities 
OUT OF SCHOOL ACTIVITIES 
So what about activities outside of school or day-care. Are any activities essential for this child. 
Parents in earlier work allowed: 
Ask whether they agree or disagree with the items, should there be other items; different 
amounts, if so what and why? 
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music lessons 
organised youth group 
shopping 
trips to cinema 
other 
PHONE 
Is it essential for this child to have a phone at home? If so, would the parent spend more or less 
on phone calls for this child than other children without disabilities? What about the child 
hislherself? How much more or less? 
Is it essential for the parents to have access to a portable phone or bleeper? 
MEDICAL EQUIPMENT 
Does this child need assistance to move around? If so what is the minimum essential? Is it 
essential that this child have a wheelchair? What type of wheelchair - electric or manual? 
Should it be new, secondhand, handed on or on loan? Who should provide this? How much 
should we allow? Should parents meet any of this cost or not? If so how much? 
What other items of specialist equipment would they need? Ask for each item: Should it be new, 
secondhand, handed on or on loan? Who should provide this? How much should we allow? 
Should parents meet any of this cost or not? Ifso how much? 
Non prescription medicines and non NHS treatment 
Would this child need more or less non prescription medicines? How much more or less? Why? 
What would be the essential? 
Would this child need non NHS treatment? If so what? Why? 
Finally, at the back of the diaries you completed a short questionnaire which asked you about 
other items not included in the diaries or inventories. Want to ask you about some of these. 
TRANSPORT 
Let's talk about how this child is going to get around. Is it essential or not for him! her to have a 
car? 
Parents in our earlier work said that a car was not an essential item, thinking about this case 
study child, would you agree or disagree? Should the parents meet all the cost of the car/ 
adaptations/ accessories? 
type of car, new secondhand etc 
repair bills 
mileage/ petrol per week 
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adaptations 
standard car seat? 
would they need a specialist car seat? 
How much more or less would this cost? 
Where is it available from? 
If a car is not essential what transport would they use? How much more or less do they spend on 
transport for this child? 
Ifnot: Bus or Taxi? 
Fares per week 
HOLIDAYS 
Is it essential for this child to have a holiday? 
How often? 
where to 
for how long 
how much is the minimum essential 
should the family receive any assistance with the cost? 
ifso from who? 
how much 
DA YTRIPS AND OUTINGS 
Is it essential for this child to have day trips and outings? 
How often? 
where to 
for how long 
how much is the minimum essential 
should the family receive any assistance with the cost? 
ifso from who? 
how much 
ADAPTATIONS 
Let's assume that this child lives in your typical three bedroom semi-detached house. Is this 
suitable for this child's needs or not? Do any adaptations need to be made to meet the child's 
needs or not? If so, what? 
bathroom 
kitchen 
living area 
stairs 
child's bedroom 
doorways and indoor ramps 
pathways and outdoor ramps 
is it necessary to build an extension 
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Who should pay for these adaptations? 
Should the parents pay? 
If so, should they pay all or part? Ifpart, what share? how much? 
RESPITE CARE 
As an essential minimum should this child have access to respite care? 
how often 
how long for 
should it be free 
how much if anything should the parents pay? 
Other Purchases 
What is essential? 
For each item: 
Howoften? Every day or less often? How often? 
Birthdays 
Is it essential that this child has presents that this child has presents for her birthday? How much 
do we need to allow? 
Is it essential that this child has a party for their birthday? Family/ Friends/ both? How much 
should we allow? 
Christmas: 
Is it essential that this child has presents that this child has presents for Christmas? How much 
do we need to allow? 
Christmas or not? 
If so, how much should we allow? 
Fuel 
In the questionnaire you filled in you were also asked about your fuel bills. Are the fuel bills for 
the family in this child lives more, less or the same as for a child without a disability? How 
much more or less per quarter 
gas bills 
electric bills 
oil bills 
Does this child need to have central heating or not? 
Ask if there is anything that we have missed that parents think are essential. 
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Check that there is nothing else we need to be thinking about. 
Thank respondents and explain the next stage of the research. Ask whether they would like to 
receive copies of summaries of the research findings. 
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Check-Back Groups 
Introduction: 
Go round and introduce for the tape. Stress confidentiality. 
First name, name and age of child with the disabilities. Brief description of the nature of the 
disabilities. 
Explain purpose of discussion. 
What we want to do is to talk to you about the extra costs of bringing up a child with disabilities. 
IfI was to say to you what were the things that you spent more money on what would you say? 
You filled in some diaries and booklets for us were they all right? 
Explanation of task: 
What you all have in common is that you are all have a child aged between [insert age group] 
with certain disabilities. 
What we have to try and do is to see if we can agree on lists of items and activities that you think 
are essential for a child. Importance of research - usually experts but now asking people who 
actually do the caring and spending. 
When we're thinking about 'essential' we might want to use the definition on the wall: 
"things which are necessary for a person's physical, mental, spiritual, moral and social well-
being". 
Is this how you would define essential or not? How would you define essential? 
Well, let's stick to this definition so that we all know how we're defining essential. 
Now, we've already held some meetings with other parents and we have drawn up some lists 
already based on what they said. What we have to do is to look at their lists and see if you agree 
with them or not. Also there were some things which the earlier groups couldn't agree on so we 
have to see if we can reach an agreement. 
In order to make things a bit easier what we did with the other groups was to talk about this case 
study child. (Introduce case study). Is there anything about this description that you think we 
should change. 
OK I'd like you to bear this in mind when we're deciding what is essential for [insert name of 
case study child] to have. I know that the booklets you filled in were about your own child but 
we want to ask you about this as well as other items so that we have a fairly good idea of an 
overall list. Remember what we want you to do is to check what we have managed to do so far 
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so ifthere are things that you think should be different we would be very grateful if you could 
tell us. Let's start with: 
CLOTHES: 
Now let's think about clothes for [insert name of case study child]. 
Go through lists on flip charts and ask for each section 
Do you think this is over-generous or have they been too restrictive? In what way? What would 
you change? 
Looking at the lists you have, is there anything essential which is missing from this list? If so, 
what? 
Is there anything on the list which is not essential? What? 
Are the number of items right or not? Too many or too few? 
Underwear: 
Replace nine monthly or more often or less often? 
Nightwear: 
Replacement rates: nine monthly or more often or less often? 
Outerwear: 
Replacement rate: nine monthly or more often or less often? 
School uniform: 
Replacement rate: once per year 
Shoes: 
Replacement rate: once per year 
You'll see that the earlier group said all clothes could be bought at BHS. What do you think? 
All new - what do you think? 
We've been out and costed this list and it comes to £ . Is this too much/too little? Why? 
BEDDING 
Now let's think about bedding [insert name of case study child] 
(For each) 
Do you think this is over-generous or have they been too restrictive? In what way? What would 
you change? 
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Looking at the lists that you have, is there anything essential which is missing from this list? If 
so, what? 
Is there anything on the list which is not essential? What? 
Are the number of items right or not? Too many or too few? 
Replacement rates: every three years 
We've been out and costed this list and it comes to £ . Is this too much/too little? Why? 
LAUNDRY 
Thinking about laundry, the parents all said that a washing machine and a tumble dryer were 
essential, do you all agree? 
How often would these be replaced: replacement every 5 years? 
What about repairs (remind them that if they have received these items from the Family Fund 
Trust they will pay for repairs) 
Check how many know about the Family Fund Trust, where did they hear about it etc. 
The parents before thought that [insert name of case study child] would generate X number of 
washes per week, does this sound about right to you. 
We've been out and costed the washing machine and tumble drier, washing powder etc. and this 
comes to X amount. Is this too much/too little? Why? 
TOILETRIES 
Now let's think about toiletries for [insert name of case study child] 
(For each) 
Do you think this is over-generous or have they been too restrictive? In what way? What would 
you change? 
Looking at the lists that you have, is there anything essential missing from this list? If so, what? 
Is there anything on the list which is not essential? What? 
Nappies - how many would you buy per week? 
Are the number of items right or not? Too many or too few? 
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We've been out and costed this list and it comes to £ . Is this too much/too little? Why? 
FOOD 
We've had some problems with this item because the parents couldn't agree. What the parents 
were given was the lists of food that you now have. What do you think? Any suggestions? 
Looking at the diet, do you think this is over-generous or have they been too restrictive? In what 
way? What would you change? 
When we costed this list it was £9.76 some parents in the other groups said that because they 
couldn't agree what we should do is to allow another 30 per cent which would make it about 
£12.76. What do you think of that suggestion? 
Is this too muchJtoo little? Why? 
POSSESSIONS 
Now let's think about toys and other bits for [insert name of case study child]. 
(For each) 
Do you think this is over-generous or have they been too restrictive? In what way? What would 
you change? 
Looking at the lists you have, is there anything essential missing from this list? If so, what? 
Is there anything on the list which is not essential? What? 
Are the number of items right or not? Too many or too few? 
Replacement rates: 5 years 
We've been out and costed this list and it comes to £ . Is this too much/too little? Why? 
BEDROOM 
Now let's think about [insert name of case study child] bedroom, this is what the parents thought 
s/he would need 
Do you think this is over-generous or have they been too restrictive? In what way? What would 
you change? 
Looking at the lists you have, is there anything essential missing from this list? If so, what? 
Is there anything on the list which is not essential? What? 
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Are the munber of items right or not? Too many or too few? 
Check replacement rates: bed and mattress - 3 yrs 
wardrobe etc. - 10 yrs 
curtains - 5 yrs 
lamp and shade - 3 yrs 
floor covering - 5 yrs 
bedguard - 5 years 
portable TV - 17 yrs 
desk and chair - 8 yrs 
We've been out and costed this list and it comes to £ 
EQUIPMENT 
. Is this too much/too little? Why? 
Now let's think about equipment that [insert name of case study child] needs. 
Do you think this is over-generous or have they been too restrictive? In what way? What would 
you change? 
Looking at the lists you have, is there anything essential missing from this list? If so, what? 
Is there anything on the list which is not essential? What? 
Are the number of items right or not? Too many or too few? 
Check replacement rates: 
special high chair - 5 yrs 
first cutlery set- 2 yrs 
plastic dishes - 4 yrs 
suction plates - 3 yrs 
beaker cups - 2 yrs 
blender - 5 yrs 
microwave - 5 yrs 
special toilet seat and potty - 5 yrs 
We've been out and costed this list and it comes to £ 
SAFETY ITEMS 
. Is this too much/too little? Why? 
Now let's think about safety equipment for [insert name of case study child]. 
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Do you think this is over-generous or have they been too restrictive? In what way? What would 
you change? 
Looking at the lists you have, is there anything essential missing from this list? If so, what? 
Is there anything on the list which is not essential? What? 
Are the number of items right or not? Too many or too few? 
Check replacement rates: 
cupboard catches, stair gates, plug sockets, cooker guard - 5 yrs 
fireguard, bolts, chains, fences, window locks, kick plates - 10 yrs 
bath mat - 2 yrs 
baby alarm - 5 yrs 
protective video cover- 3 yrs 
corner covers - 5 yrs 
We've been out and costed this list and it comes to £ . Is this too much/too little? Why? 
TRANSPORT 
Now let's think about transport. 
Do you think this is over-generous or have they been too restrictive? In what way? What would 
you change? 
Looking at the lists you have, is there anything essential missing from this list? If so, what? 
Is there anything on the list which is not essential? What? 
Are the number of items right or not? Too many or too few? 
Replacement rates: 5 yrs 
We've been out and costed this list and it comes to £ . Is this too much/too little? Why? 
AUDIONISUAL 
Now let's think about videos, tapes etc .. 
Do you think this is over-generous or have they been too restrictive? In what way? What would 
you change? 
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Looking at the lists you have, is there anything essential which is missing from this list? If so, 
what? 
Is there anything on the list which is not essential? What? 
Are the number of items right or not? Too many or too few? 
Check replacement rates: 
tv, videos, booster - 17 yrs 
cassette! CD player- 5 yrs 
tapes - 6 yrs 
We've been out and costed this list and it comes to £ 
ACTIVITIES AND SCHOOL ACTIVITIES 
. Is this too much/too little? Why? 
Now let's think about activities and day trips for [insert name of case study child]. 
(For each) 
Do you think this is over-generous or have they been too restrictive? In what way? What would 
you change? 
Looking at the lists you have, is there anything essential missing from this list? If so, what? 
Is there anything on the list which is not essential? What? 
Are the number of items right or not? Too many or too few? 
We've been out and costed this list and it comes to £ . Is this too much/too little? Why? 
DAYTRIPS AND HOLIDAYS 
Now let's think about day trips and holidays for [insert name of case study child]. 
(For each) 
Do you think this is over-generous or have they been too restrictive? In what way? What would 
you change? 
Looking at the lists you have, is there anything essential missing from this list? If so, what? 
Is there anything on the list which is not essential? What? 
Are the number of items right or not? Too many or too few? 
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We've been out and costed this list and it comes to £ · Is this too much/too little? Why? 
RESPITE CARE 
Now let's think about respite care. 
The parents allowed X amount do you think this is over-generous or have they been too 
restrictive? In what way? What would you change? 
Is this essential or not? 
We've been out and costed this list and it comes to £ · Is this too much/too little? Why? 
ADAPTATIONS 
Now let's think about adaptations that [insert name of case study child] needs. 
(For each) 
Do you think this is over-generous or have they been too restrictive? In what way? What would 
you change? 
Looking at the lists you have, is there anything essential missing from this list? If so, what? 
Is there anything on the list which is not essential? What? 
Are the number of items right or not? Too many or too few? 
We've been out and costed this list and it comes to £ · Is this too much/too little? Why? 
MEDICAL ITEMS/ SERVICES 
Now let's think about medical items and equipment that [insert name of case study child] needs. 
We have covered quite alot already, is there anything you think might be missing? 
What about services and things that might be of use but not available on the NHS. In the 
previous groups we were told about a special injection that would help with movement and also 
about a special suit to help reduce spasms. Should we include these? 
The injection cost £500 and the suit £4000. 
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OTHER 
Is there anything else we should include? 
Christmas / Birthdays 
We forgot to cover Christmas / birthdays. How much extra? Explore reasons why. 
CONCLUSION 
So thinking overall do you think you've been too generous/over restrictive? 
OK - so we've been through everything that [insert name of case study child] has and the whole 
bill comes to X amount per week. That's for everything except furniture and equipment. Is this 
too much/too little. 
For the last time, let's imagine that I'm the Chancellor of the Exchequer and you've come to me 
with this list and I say I'm sorry we can't afford to make sure that every single parent has 
everything on this list. What are you going to say to me? Is there anything you'd cross off the 
list or not? What? Why? 
Explore reasons given and issues raised. 
Thank respondents and explain to them what will happen next and that they will be sent 
summaries of the research findings. 
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CASE STUDIES 
ANNEXB CASE STUDIES 
Restrictions on Movement 
0-5 years 
Karen is four years old and has been diagnosed with cerebral palsy. She cannot walk 
unaided. She has recently started wearing callipers although she still needs a buggy when 
going outside. Karen also has problems manipulating things with her hands and is 
particularly small for her age. Karen is incontinent and does not sleep through at night 
because of severe spasms. She also has to be tumed on a regular basis. 
Recently Karen has started attending a specialist day nursery and receives physiotherapy once 
a week at the hospital. She also attends the hospital on average about once a month to see 
other specialists. 
6-10 years 
Karen is nine years old and has cerebral palsy. She attends a special school. Karen uses a 
wheelchair and her legs are sometimes in callipers. As Karen has problems manipulating 
things with her hands; she struggles to feed herself and usuaJly needs help. She has access to 
a computer at school to help with school work but needs one-ta-one tuition. 
Karen suffers severe spasms and has to be turned regularly at night. As she is getting older 
t11is is bewming more of a problem as is getting her in and out of the bath. Karen is also 
incontinent. 
Physiotherapy treatment helps with her condition. She attends the hospital regularly but has 
also needed emergency treatment when her spasms have heen severe. Karen has good and 
bad days. On good days she attends school but on bad days, especially during the cold 
winter, she is at home most of the time. 
11·16 years 
Karen has cerebral palsy and is 15 years old. She attends a specialist school. Karen uses a 
wheelchair and her legs are sometimes in callipers. As Karen has problems manipulating 
things with her hands she struggles to feed herself and usually needs help. She has access to 
a computer at school to help with school work but needs one to one tuition. 
Karen has severe spasms this has resulted in a number of emergency visits to the hospital. 
Physiotherapy helps with her condition. Her parents have recently heard about a new 
treatment to help reduce and control the spasms but this is not available on the NHS. 
Karen needs to be turned regularly during the night and needs lifting in and out orthe bath. 
Karen is incontinent. 
As Karen gets older she wants more and more to be like the other children, to wear 
fashionable clothes etc. However, as Karen is very small for her age finding suitable clothes 
can be problematic. 
. 
. .. . 
. 
11 
Sensory Disablement 
0-5 years 
Ben is two years old and has been blind from birth. It is thought that he may have leaming 
difficulties caused by brain damage as he has not yet started talking nor crawling. Ben is an 
anxious child who wakes up several times a night and who needs constant supervision. He is 
currently at home full-time with his mother. Ben attends the hospital for regular assessments. 
6-10 years 
Ben is eight years old and attends a special school for children who are blind. Ben has also 
been diagnosed as suffering brain damage and his speech has been slow to develop. He is 
able to walk unaided for short distances. Ben is incontinent and wakes several times during 
the night. He is a very anxious child and needs help with most daily tasks. Ben is very prone 
to other illness and is frequently not able to attend school. He is often at home with his 
mother and needs constant supervision. 
11-16 years 
Ben is 14 years old and is blind. He was diagnosed as suffering braindanlage and his speech 
is also limited. Ben can walk for short distances unaided and does not need a wheelchair. As 
Ben gets older he gets very frustrated at not being able to do things for himself and regularly 
has tantrums. He needs constant supervision. 
Ben is also very prone to other illnesses and often has to spend time away from school and at 
home with his mother. The situation at home is sometimes very stressful. 
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Traumatic and Intermittent Conditions 
0-5 years 
Patricia is five years old and has stru1ed main strerun school. She has severe epilepsy and is 
diabetic. Her diabetes is controlled by injection which her mother gives. Patricia does not 
sleep through at night because of her condition and is frequently ofT school as a result, 
Patricia wets the bed at night but is otherwisecolltinent. 
6-10 years 
, Patricia is 11 years old and attends mainstream school. She has severe epilepsy and is 
diabetic. Her diabetes is controlled by injection which her mother gives her. Patricia does 
. not sleep through because of her condition and is frequently ofT school as a result. Patricia 
occasionally wets the bed. 
11·16 years 
Patricia is 16 years old and attends a mainstream secondary school. She has severe epilepsy 
and is diabetic. Her diabetes is controlled byinjection which she administers herself. 
Patricia has never slept through at night and has missed considerable time from school. She 
is often at home because of her illness. 
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EXAMPLE OF INVENTORY 
Reference Number 
I I I I I I I 
COST OF CHILDHOOD DISABILITIES 
CLOTHES BOOKLET 
Please fill in this Diary as accurately as possible 
If you have any questions please contact your interviewer 
She will be glad to help 
................................................................ 
or 
Barbara Dobson (01509) 223372 
Do not forget to bring this to the group discussion 
STRICTLY CONFIDENTIAL 
COMPLETING THE CLOTHES BOOKLET 
Why a clothes booklet? 
In this booklet we want you to write down the clothes and some ofthe other things which 
your child has. You will see that certain things such as toys have not been included in this 
booklet. This is because other parents are helping us with different bits of the research. Once 
we have put all the infonnation together we will be able to estimate the types and numbers of 
possessions owned by children with disabilities. All the infonnation collected will be treated 
in the strictest confidence. 
How to fill in this booklet 
The interviewer will have explained to you how to complete this booklet when she left it with 
you. We would like you to go through it and, for each item which your child has, please 
write in how many slhe owns. If you don't have an item, just put zero (0) in the 'Write in 
Number' column. There is space for you to write down other items which we may not have 
included in the list. 
After you write how many of a particular item your child owns, think about his/ her most 
recent one. Go to the next column and fill in whether this item was bought new, bought 
second-hand, handed on, by which we mean if the item previously belonged to another child, 
or ifit is on loan. For example some children may have toys on loan from a Red Cross 
Nursery or toy library. Once you have done this, go to the next column and fill in who gave 
this item to your child. 
Please ignore the columns headed' AB C' for the time being. These columns will be filled in 
by you at the group discussion. 
REMEMBER PLEASE ONLY FILL THIS BOOKLET IN RELATION TO ____ _ 
instl 1 
EXAMPLE 
NIGHTWEAR 
For the most recent item 
acquired bv vour child 
Write in Was it new, second Who gave it to the 
Item number hand or on loan? child? A B c 
Nightdress! shirt new I parent/current partner I 
second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
orQanisation 7 
Pyjamas new I parent/current partner I 
second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Dressing gown new 1 parent/current partner 1 
second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Slippers new 1 parent/current partner I 
second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
orQanisation 7 
Other items new 1 parent/current partner I 
(please write ill) second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
or~anisation 7 
instl 11 
SCHOOL UNIFORM 
For the most recent item 
acquired by your child 
Write in Was it new, second Who gave it to the 
Item number hand or on loan? child? A B c 
Shirt! blouses new 1 parent/current partner 1 
second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
orQanisation 7 
Skirts! culottes! new 1 parent/current partner 1 
pinafore dresses second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Trousers new 1 parent/current partner 1 
second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Jumpers! sweatshirts new 1 parent/current partner 1 
second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
omanisation 7 
Summer dresses new 1 parent/current partner 1 
second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Blazer new 1 parent/current partner 1 
second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Tie new 1 parent/current partner 1 
second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
instl 111 
SCHOOL UNIFORM (continued) 
For the most recent item 
acquired by your child 
Write in Was it new, second Who gave it to the 
Item number hand or on loan? child? A B C 
OveralV apron new I parent/current partner I 
second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Shoes new I parent/current partner 1 
second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Sports uniform new 1 parent/current partner 1 
second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Other items new 1 parent/current partner 1 
(please write in) second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other reiative 5 
friend 6 
organisation 7 
Other items new I parent/current partner 1 
(please write in) second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Other items new 1 parent/current partner 1 
(please write in) second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
instl IV 
HOMEWEAR 
For the most recent item 
acquired by your child 
Write in Was it new, second Who gave it to the 
Item number hand or on loan? child? A B c 
Shirts/ blouses new I parent/current partner I 
second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
T-shirts new I parent/current partner I 
second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Jumpers new I parent/current partner I 
second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Cardigans new 1 parent/current partner 1 
second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Sweatshirts new 1 parent/current partner 1 
second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Dresses new 1 parent/current partner 1 
second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Skirts/ culottes new 1 parent/current partner 1 
second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
instl v 
HOMEWEAR (continued) 
For the most recent item 
acquired by your child 
Write in Was it new, second Who gave it to the 
Item number hand or on loan? child? A B c 
Trousers new 1 parent/current partner 1 
second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Jeans new 1 parent/current partner 1 
second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Leggings etc new 1 parent/current partner I 
second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Shorts new 1 parent/current partner 1 
second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Dungarees new I parent/current partner 1 
second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Jogging trousers new I parent/current partner 1 
second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Jogging tops new I parent/current partner 1 
second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
instl VI 
OUTWEAR 
For the most recent item 
acouired bv vour child 
Write in Was it new, second Who gave it to the 
Item number hand or on loan? child? A B c 
Winter coat new I parent/current partner 1 
second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
orl!anisation 7 
Summer coat new 1 parent/current partner 1 
second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
orl!anisation 7 
Waterproof coat new 1 parent/current partner 1 
second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
omanisation 7 
Kagoul new 1 parent/current partner 1 
second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
orl!anisation 7 
Hat new 1 parent/current partner 1 
second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
oTl!anisation 7 
Gloves new 1 parent/current partner 1 
second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Scarf new 1 parent/current partner 1 
second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
instl vu 
UNDERWEAR 
For the most recent item 
acquired by your child 
Write in Was it new, second Who gave it to the 
Item number hand or on loan? child? A B C 
Socks new I parent/current partner I 
second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Pants new I parent/current partner I 
second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Vests new I parent/current partner I 
second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Bras new I parent/current partner I 
second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandParent 4 
other relative 5 
friend 6 
organisation 7 
Cropped tops! bra tops new I parent/current partner I 
second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Camisoles new 1 parent/current partner 1 
second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Tights new I parent/current partner I 
second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
instl viii 
UNDERWEAR (continued) 
For the most recent item 
aCQuired bv vour cbild 
Write in Was it new, second Who gave it to the 
Item number hand or on loan? cbild? A B c 
Thennal underwear new I parent/current partner I 
second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
omanisation 7 
Underskirts! petticoats new 1 parent/current partner 1 
second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
or~anisation 7 
Other items new 1 parent/current partner 1 
(please write in) second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
or~anisation 7 
Other items new 1 parent/current partner 1 
(please write in) second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
orQanisation 7 
Other items new 1 parent/current partner 1 
(please write in) second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
or~anisation 7 
instl IX 
NIGHTWEAR 
For the most recent item 
acquired by your child 
Write in Was it new, second Who gave it to the 
Item number hand or on loan? child? A B c 
Nightdress/ shirt new 1 parent/current partner 1 
second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Pyjamas new I parent/current partner 1 
second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Dressing gown new 1 parent/current partner 1 
second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Slippers new 1 parent/current partner I 
second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Other items new 1 parent/current partner I 
(p/ease write in) second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
orgamsation 7 
Other items new 1 parent/current partner I 
(p/ease write in) second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
orgamsation 7 
Other items new 1 parent/current partner I 
(p/ease write in) second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
instl x 
FOOTWEAR NOT LISTED ELSEWHERE 
For the most recent item 
acquired by your child 
Write in Was it new, second Who gave it to the 
Item number hand or on loan? child? A B c 
Standard shoes new I parent/current partner I 
second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Standard boots new I parent/current partner I 
second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Specialised shoes new I parent/current partner I 
second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Specialised boots new I parent/current partner I 
second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Wellingtons new I parent/current partner I 
second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Trainers new I parent/current partner I 
second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Sandals new I parent/current partner I 
second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
instl xi 
FOOTWEAR NOT LISTED ELSEWHERE (continued) 
For the most recent item 
acquired by your child 
Write in Was it new, second Who gave it to tbe 
Item number hand or on loan? child? A B c 
Flip flops etc new I parent/current partner I 
second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Other items new I parent/current partner I 
second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Other items new I parent/current partner I 
second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
instl Xli 
OTHER CLOTHES NOT LISTED ELSEWHERE 
For the most recent item 
acquired by your child 
Write in Was it new, second Who gave it to the 
Item number hand or on loan? child? A B c 
Swimming suit new 1 parent/current partner I 
second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Activity uniform eg new I parent/current partner I 
Scouts/ Brownies second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Other items new I parent/current partner 1 
(please write in) second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Other items new I parent/current partner I 
(please write in) second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Other items new I parent/current partner 1 
(please write in) second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
instl xiii 
OTHER ITEMS AND EQUIPMENT 
Please list any items equipment that your child has to assist with hislher condition. 
For the most recent item 
acquired by your child 
Write in Was it new, second Who gave it to the 
Item number hand or on loan? child? A B c 
Wheelchair new I parent/current partner I 
second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Special buggy new 1 parent/current partner 1 
second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Supported chair( s) new I parent/current partner 1 
second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Feeding utensils (fork, new 1 parent/current partner I 
knife. spoon. bowl etc) second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Other items new 1 parent/current partner I 
(please write in) second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Other items new I parent/current partner 1 
(please write in) second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Other items new 1 parent/current partner I 
(please write in) second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
instl XIV 
MEDICAL EQUIPMENT 
Please list any medical items or equipment that your child has to assist with hislber condition which you 
have not mentioned before . 
For the most recent item 
acquired by your child 
Write in Was it new, second Who gave it to the 
Item number hand or on loan? child? A B c 
new I parent/current partner I 
second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 . 
other relative 5 
friend 6 
organisation 7 
new I parent/current partner I 
second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
new I parent/current partner I 
second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
new I parent/current partner I 
second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
new I parent/current partner I 
second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
new I parent/current partner I 
second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
new I parent/current partner I 
second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
instl xv 
COST OF CHILDHOOD DISABILITIES 
.. 
POSSESSIONS BOOKLET 
Please fiU in this booklet as accurately as possible. 
If you have any questions please contact your interviewer 
She wiu be glad to help 
................................................................ 
or 
Barbara Dobson (01509) 223372 
Do not forget to bring this to the group discussion 
STRICTLY CONFIDENTIAL 
fit-mU! FBI P.l.l£AlH'M IN .~ft(lAL ,,/tun 
COMPLETING THE POSSESSIONS BOOKLET 
Why a possessions booklet? 
In this booklet we want you to write down the possessions which your child has. You will see 
that certain things such as clothes have not been included in this booklet. This is because 
other parents are helping us with different bits of the research. Once we have put all the 
information together we will be able to estimate the types and numbers of possessions owned 
by children with disabilities. All the information collected will be treated in th~ strictest 
confidence. 
How to fill in this booklet 
The interviewer will have explained to you how to complete this booklet when she left it with 
you. We would like you to go through it and, for each item which your child has, please write 
in how many slhe owns. If you don't have an item, just put zero (0) in the 'Write in Number' 
column. There is space for you to write down other items which we may not have included in 
the list. 
After you write how many of a particular item your child owns, think about his! her most 
recent one. Go to the next column and fiU in whether this item was bought new, bought 
second-hand, handed on, by which we mean if the item previously belonged to another child, 
or if it is on loan. For example some children may have toys on loan from a Red Cross 
Nursery or toy library. Once you have done this, go to the next column and fill in who gave 
this item to your child. 
Please ignore the columns headed' AB C' for the time being. These columns will be filled in 
by you at the group discussion. 
REl\1EMBER PLEASE ONLY FILL TIllS BOOKLET IN RELATION TO ____ _ 
EXAMPLE 
GARDEN TOYS 
For the most recent item 
acquired hy your child 
Write in Was it new, second Who gave it to the 
Item number hand or on loan! child? A B c , 
Swing I new CD parenvcunrentpartner(!) second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Slide I new 1 parenVcunrent partnerC!i second-hand (j) absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Climbing frame 0 new 1 parenVcurrent partner 1 second-hand 2 absent parent 2 
handed on 3 other child 3 
onlcan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Combination swing! new 1 parenUcurrent partner 1 
slide climbing frame 0 second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Paddling pool new cD parenVcurrent partner 1 t second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent CD 
other relative 5 
friend 6 
organisation 7 
Bucket and spade 
J 
new I parenUcurrent partner 1 
second-hand 2 absent parent 2 
handed on CD other child 3 
on loan 4 grandparent 4 
other relative i friend or~anisation 7 
BEDROOM 
For the most recent item 
acquired by your child 
Write in Was it new, second Who gave it to the 
Item number hand or on loan? child? A B c 
Bed and mattress new I parent/current partner I 
second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Specialised bed and or new I parent/current partner I 
mattress second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Wardrobe - built in or new I parent/current partner I 
standing free second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Chest of drawers new I parent/current partner I 
second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Dressing table - built in new I parent/current partner I 
or standing free second-hand 2 absent parent 2 
handed on 3. other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Shelves new I parent/current partner I 
second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Desk new I parent/current partner 1 
second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
posint2a 2 
BEDROOM (continued) 
For the most recent item 
acquired by vour child 
Write in Was it new, second Who gave it to the 
Item number hand or on loan? child? A B c 
Chair new I parent/current partner I 
second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Bean bag(s) new 1 parent/current partner 1 
second-hand 2 absent parent 2 
handed on 3 other child 3 • 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Lamp - bedside or desk new I parent/current partner I 
second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Light shade new I parent/current partner 1 
second·hand 2 absent parent 2 
handed on 3 other child 3 
on loan· 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Curtains new I parent/current partner I 
second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Quilt/ blankets new I parent/current partner I 
second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Pillow(s) new 1 parent/current partner I 
second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
BEDROOM (continued) 
For the most recent item 
acquired by your child 
Write in Was it new, second Who gave it to the 
Item number hand or on loan? child? A B c 
Pillowcase(s) new 1 parent/current partner 1 
second-hand 2 absent parent 2 
haoded on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Sheets new 1 parent/current partner I 
second-haod 2 absent parent 2 \ 
haodedon 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Waterproof sheets new I parent/current partner I 
second-haod 2 absent parent 2 
haoded on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Special mattress cover new I parent/current partner I 
to prevent bedsores second-haod 2 absent parent 2 
haoded on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Carpet new I parent/current partner I 
second-haod 2 absent parent 2 
haoded on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Other floor covering new I parent/current partner I 
second-hand 2 absent parent 2 
haoded on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Rug new I parent/current partner I 
second-haod 2 absent parent 2 
haoded on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
posint2a 4 
BEDROOM (continued) 
For the most recent item 
acquired by your child 
Write in Was it new. second Who gave it to the 
Item number hand or on loan? cbild? A B C 
Clock /radio a1ann new I parent/current partner I 
second-band 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Call system! baby new I parent/current partner I 
alarm second-hand 2 absent parent 2 • 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Lifting equipment new I parent/current partner I 
second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Window locks new I parent/current partner I 
second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Additional heater new I parent/current partner I 
second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Other items new I parent/current partner 1 
(please write in) second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Other items new I parent/current partner I 
(please write in) second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
MOBILE EQUIPMENT 
For the most recent item 
acaulred bv Your child 
Write in Was it new. second Who gave it to the 
Item number hand or on loan? child? A B c 
Standard bicycle! new 1 parent/current partner 1 
tricycle second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Special/or adapted new 1 parent/current partner I 
bicycle /tricycle second-hand 2 absent parent 2 • 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Cycle helmet new I parent/current partner I 
second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Scooter new I parent/current partner I 
second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Push along toys new I parent/current partner I 
second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Roller skates! boots! new I parent/current partner I 
blades second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Other mobile new I parent/current partner I 
equipment (please write second-hand 2 absent parent 2 
in) handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
posint2a 6 
GARDEN TOYS 
For the most recent item 
acquired by your child 
Write in Was it new. second Who gave it to the 
Item number hand or on loan? cbild? A B C 
Swing new 1 parent/current partner 1 
second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
or~anisation 7 
Slide new 1 parent/current partner I 
second-hand 2 absent parent 2 • 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Climbing frame new 1 parent/current partner 1 
second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Combination swing! new 1 parent/current partner I 
slide climbing frame second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Paddling pool new 1 parent/current partner 1 
second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Bucket and spade new 1 parent/curreot partner 1 
second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Gardening tools new 1 parent/current partner 1 
second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
no<:tnt?tI 
GARDEN TOYS (continued) 
For the most recent item 
acquired by your child 
Write in Was it new, second Who gave it to the 
Item number hand or on loan? child? A B c 
Other garden toys new I parent/current partner I 
(please write in) second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Other garden toys new I parent/current partner I 
(please write in) second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Other garden toys new I parent/current partner 1 
(please write in) second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
posint2a 8 
COMPUTERS AND COMPUTER EQUIPMENT 
For the most recent item 
acquired bv vour child 
Write in Was it new, second Who gave it to the 
Item number hand or on loan? child? A B C 
Computer required for new I parent/current partner I 
communication or second-hand 2 absent parent 2 
education handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Computer for new I parent/current partner I 
recreational use second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Computer games new I parent/current partner I 
second-hand 2 . absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Other computer new I parent/current partner I 
equipment second-hand 2 absent parent 2 
(p/ease write in) handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Other computer new I parent/current partner 1 
equipment second-hand 2 absent parent 2 
(p/ease write in) handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Other computer new I parent/current partner I 
equipment second-hand 2 absent parent 2 
(p/ease write in) handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
TOYS AND OTHER POSSESSIONS 
For the most recent item 
acquired bv vour child 
Write in Was it new, second Who gave it to the 
Item number hand or on loan? child? A B c 
Sports equipment new I prurenucwrrentpartner I 
second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
• Dolls, play figures and new I prurenucwrrent partner I 
equipment second-hand 2 absent prurent 2 
handed on 3 other child 3 
on loan 4 grandprurent 4 
other relative 5 
friend 6 
organisation 7 
Cot and pram toys new I parenucwrrent partner I 
second-hand 2 absent prurent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Soft toys new I parenucwrrent partner I 
second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Bath toys new I parenucwrrent partner I 
second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandprurent 4 
other relative 5 
friend 6 
organisation 7 
Toy cars, trains etc new I parenucwrrent partner I 
second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Construction toys new I parenucwrrent partner I 
second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
posint2a 10 
TOYS AND OTHER POSSESSIONS (continued) 
For the most recent item 
acauired bv your cbild 
Write in Was it new, second Wbo gave it to tbe 
Item number band or on loan? cbild? A B C 
Push along carl tricycle new 1 parent/current partner 1 
etc second-band 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 , 
Games and cards new 1 parent/current partner 1 
second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Jigsaws new 1 parent/current partner 1 
second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Books new 1 parent/current partner 1 
second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Magazines and comics new 1 parent/current partner 1 
second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Stationery, writing, new 1 parent/current partner 1 
drawing and painting second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Craft equipment new 1 parent/current partner 1 
second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
TOYS AND OTHER POSSESSIONS (continued) 
For the most recent item 
acquired bv your child 
Write in Was it new, second Who gave it to the 
Item number hand or on loan? child? A B c 
Computer accessories new I parent/current partner I 
and games second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Audio and video tapes new I parent/current partner 1 
• second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Pictures! posters! new I parent/current partner I 
ornaments second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Jewellery and cosmetics new I parent/current partner I 
second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Other toys or new 1 parent/current partner 1 
possessions second-hand 2 absent parent 2 
(please write in) handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Other toys or new 1 parent/current partner I 
possessions second-hand 2 absent parent 2 
(please write in) handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Other toys or new 1 parent/current partner I 
possessions second-hand 2 absent parent 2 
(please write in) handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
posint2a 12 
OTHER ITEMS AND EQUIPMENT 
Please list any items equipment that~ur child has to assist with his/her condition. 
For the most recent item 
acquired by your child 
Write in Was it new, second Who gave it to the 
Item number hand or on loan? child? A B c 
Wheelchair new 1 parent/current partner 1 
second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 \ 
Special buggy new 1 parent/current partner 1 
second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Supported chair(s) new 1 parent/current partner 1 
second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Feeding utensils (fork, new 1 parent/current partner 1 
knife, spoon, bowl etc) second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Other items new 1 parent/current partner 1 
(please write in) second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Other items new 1 parent/current partner 1 
(please write in) second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
Other items new 1 parent/current partner 1 
(please write in) second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
MEDICAL EQUIPMENT 
Please list any medical items or equipment that your child has to assist witb his/ber condition whicb you 
have not mentioned before. 
For tbe most recent item 
acquired by Your cbild 
Write in Was it new, second Wbo gave it to the 
Item number hand or on loan? child? A B 
new I parent/current partner I 
second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 • 
new 1 parent/current partner I 
second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
new 1 parent/current partner 1 
second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
new 1 parent/current partner 1 
second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
.. organisation 7 
new 1 parent/current partner 1 
second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
new 1 parent/current partner 1 
second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
new 1 parent/current partner 1 
second-hand 2 absent parent 2 
handed on 3 other child 3 
on loan 4 grandparent 4 
other relative 5 
friend 6 
organisation 7 
posin12a 14 
c 
ANNEXD 
EXAMPLES OF DIARIES 
Reference Number 
I I I I I I I 
COST OF CHILDHOOD DISABILITIES 
DIARY 
Pre-School Aged Diary 
Please fill in this Diary as accurately as possible 
ICyou have any questions please contact your interviewer 
She will be glad to help 
................................................................ 
or 
Barbara Dobson [01509] 223372 
Do not forget to bring this to the group discussion 
STRICTLY CONFIDENTIAL 
COMPLETING THE DIARY 
Why a diary? 
We would like you to keep a record for one week of the things which your child eats, the 
activities s/he does and the items which you buy for them. This diary will enable us to 
estimate what parents regularly spend on their children. 
Don't worry if you spend more or less on your child than normal during the diary week. 
How to fill in the diary 
There is an example of how to complete the diary on page one. The interviewer will have 
taken you through this example when she left the diary with you. You should start the diary 
the day after the interviewer gives it to you and fill it in on seven consecutive days. Each day 
please put the date and circle the day of the week. 
1 Food and Drink Prepared at Home 
Please write down everything which your child eats and drinks at home. This includes ready 
made foods such as pizza which you buy and cook at home. 
Lunches eaten at nursery or playgroup etc. If a packed lunch is prepared at home, write 
this down under' food and drink prepared at home'. If a lunch is bought for your child at 
nursery write this down under 'food and drink prepared outside the home'. We don't need to 
know exactly how much your child eats. For example, lunch might be two buttered rolls with 
cheese, an apple and a glass oflemonade. Do not forget to write down sweets, crisps, snacks 
and drinks. 
2 Food and Drink Prepared Outside the Home 
Write down here everything which your child eat and drinks which is prepared outside the 
home. This includes food eaten at friends' houses and in restaurants; it also includes food 
eaten at home but prepared at a 'takeaway'. 
3 Nursery or Playgroup Activities 
This is where you write in anything that your child does at nursery or playgroup and which 
costs money. There is space for you to write in other activities or items that your child does 
but which are not included on the list. 
4 Phone Calls 
Our earlier work suggested that parents can spend a considerable amount of time on the 
phone arranging appointments for their child. If you make any calls concerning your child 
please write in how long the call was, if it was made during peak cheap rate times and 
whether it was a local or national call. 
i 
5 Other Activities 
Please write down any activities or items which you spend money on for your child. For 
example, you may have to pay for a taxi to take your child to nursery, or for childcare. There 
is space for you to write in other activities and items. 
6 Medical Items 
Please write in any medical items or services which you spend money on for your child. For 
example you might have to get a bus or taxi to get to a hospital appointment, or you might 
spend money on non NHS funded treated such as extra physiotherapy. Again there is space 
for you to write in any other medical items or services. 
7 Other Items 
This final section asks you about other things which you spend money on for your child. If 
the item is not included in the list please write it in the other category. 
8 The Self Completion Questionnaire 
At the end ofthis diary is a short questionnaire which we would like you to fill in. It covers 
others things which you might spend money on for your child but have not been included in 
the diary. Please complete it by ticking the appropriate box or writing in the space provided. 
Please ignore the columns headed' AB C' for the time being. These columns will be filled in 
by you at the group discussion. 
PLEASE ONLY FILL THIS BOOKLET IN RELATION TO 
PLEASE REMEMBER TO BRING THE DIARY WITH YOU TO THE GROUP 
DISCUSSION. 
ii 
EXAMPLE 
Day 1 
Ring Day 
Date ________ Mon Tues Wed Thurs Fri Sat Sun 
FOOD AND DRINK PREPARED AT HOME: 
Write in Food Eaten By Child 
Breakfast 
Lunch (including packed lunch prepared at home) 
Evening Meal 
Supper 
Other snacks and drinks 
FOOD AND DRINK PREPARED OUTSIDE THE HOME: 
FoodIDrink Where was the food eaten? 
WRITE IN 
(including lunch money, sweets and snacks) 
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EXAMPLE 
Day 1 
DID YOU SPEND MONEY TODAY ON: 
ACTIVITIES: 
Item ,f How mu cb A B C 
did you spend 
Books/ reading material 
Sport 
Stationery/ crafts 
Extra lessons 
Contributions to 
nursery/playgroup 
Parties/concerts 
Daytrips 
Sponsorship/donations for 
raffle or charities 
Other items (please write in) 
Other items (please write in) 
DID YOU MAKE ANY CALLS CONCERNING YOUR CHILD TODAY? 
PHONE CALLS PHONE CALLS 
(peak rate) (cheap rate) 
8am-6pm How long? Was it local 6pm-8am How long? Was it local 
(within 35 miles) (within 35 miles) 
or long distance or long distance 
1. mins local I 1. mins local I 
long dis!. 2 long dis!. 2 
2. mms local 1 2. mins local 1 
long dis!. 2 long dis!. 2 
3. mms local I 3. mins local I 
long dis!. 2 long dis!. 2 
4. mms local I 4. mins local I 
long dis!. 2 long dis!. 2 
IV 
ANNEXE 
PARENT SELF COMPLETION QUESTIONNAIRE 
QUESTIONNAIRE 
Thank you for filling in the diary. Finally, we would like you to answer a few 
questions about spending and saving for your child. These questions are important so 
that we have a complete picture of the costs involved. 
These questions are about some of the things which your child might do which cost 
you money but which probably won't have happened during the week you have been 
keeping the diary. 
Remember that any information which you give us is strictly confidential 
OUTINGS 
'Outings' includes things such as going to the cinema, or to the park, or to visit other 
family members of friends. It does not include day trips or holidays. 
1. On average how often do you go on an outing with your child? 
more than once a week 
at least once a week 
at least once every two weeks 
at least once a month 
less than once a month 
never 
Please tick one box 
D 
D 
D 
f---. Please go to Q2 
D~-.... Please go to Q6 
2. When was the last time you went out with your child? 
about a week ago or less 
about two weeks ago 
about a month ago 
about 3 months ago 
about 6 months ago 
longer than 6 months ago 
Please tick one box 
D 
D 
D 
D 
D 
D 
3. Where did you go? 
Please tick one box 
to the cinema/theatre/concert D 
to the park D 
shopping as a specific out for 
child/children (rather than as a chore) D 
to restaurant/cafe/ fast food chain! pub etc D 
to visit relatives/friends D 
to do sports/ leisure activities D 
to watch sports D 
to a museum! gallery/ exhibitions D 
other - please write in where you went D 
and what you did 
4. How much was spent in total include travel costs? (estimate if you are not sure) 
1£ 
4a. Who paid for this outing? 
you or partner 
absent parent 
other child/children 
grandparent( s) 
other relative 
friend 
organisation 
child his/her self 
other (please write in who) 
11 
Please tick ALL that apply 
D 
D 
D 
D 
D 
D 
D 
D 
D 
5. What other things do you do when you go out with your child? 
go to the cinema/theatre/concert 
go to the park 
shopping as a specific out for your 
child (rather than as a chore) 
go to restaurant/cafe/ fast food chain! 
pub etc 
to visit relatives/friends 
to do sports/ leisure activities 
to watch sports 
to a museum! gallery/ exhibitions 
other - please write in where you go 
and what you do 
Please tick ALL that apply 
D 
D 
D 
D 
D 
D 
D 
D 
D 
DAYTRIPS AND WEEKENDS AWAY 
6. How many daytrips or weekends away have you had with your child in the last 
12 months? 
7. When was the last time you went away on a day trip or weekend away with your 
child? 
Please tick one box 
about a week ago or less D 
about two weeks ago D 
about a month ago D 
about 3 months ago D 
about 6 months ago D 
longer than 6 months ago D 
never go on daytrips or weekends away D 
iii 
7a. Where did you go? 
theme park 
country park 
seaside 
stately homelNational Trust 
Please tick one box 
D 
other - please write in where you went 
D 
D 
D 
D 
7b. How much was spent in total include travel costs? (estimate if you are not sure) 
1£ 
7c Who paid for this daytrip/weekend away? 
you or partner 
absent parent 
other child/children 
grandparent(s) 
other relative 
friend 
organisation 
child his/her self 
other (please write in who) 
IV 
Please tick ALL that apply 
D 
D 
D 
D 
D 
D 
D 
D 
D 
HOLIDAYS 
8. How many holidays have you had with your child in the last 12 months? 
Do not include daytrips or weekends away as holidays. 
none 
one 
two 
three 
four or more 
Please tick one box 
Dr---... Please go to QI0 
D 
D 
Please go to Q9 
9. How much have you spent in total on the/these holidays? (Estimate if you are 
not sure). 
10. When, if ever did you last go away on holiday as a family? 
D Tick box if never been on holiday with child and go to Q16 
19 _____ _ 
(month) (year) 
11. Where did you go for this most recent holiday? 
UK (including England, Scotland, 
Wales & Northern Ireland) 
somewhere else in Europe 
outside Europe 
12. How long did you go for? 
Please tick one box 
B 
D 
Please tick one box 
less than one week D 
one week D 
more than a week but less than two weeks D 
two weeks D 
longer than two weeks D 
v 
13. Where did you stay? (Please tick one box) 
hotel D chalet D 
cottage D holiday camp D 
villa D flat D 
bed & breakfast D caravan D 
mobile home D tent D 
youth hostel D friend's house D 
relative's house D other organisation D 
disabled associationD 
accommodation somewhere else D 
please write where 
14. How much did this holiday cost in total? (estimate if you are not sure). 
15. Who paid for this holiday? 
you or partner 
absent parent 
other child/children 
grandparent(s) 
other relative 
friend 
organisation 
child his/her self 
other (please write in who) 
VI 
Please tick ALL that apply 
D 
D 
D 
D 
D 
D 
D 
D 
D 
BIRTHDAYS 
16. Please write down what if anything you bought this child for his/her last 
birthday? 
17. How much, if anything, did you spend in total on these presents? 
(estimate if you are not sure). 
18. Was this more, less or about the same that you usually spend on presents for 
your child? 
more 
less 
same 
Please tick one box 
D 
D 
D 
19. Did you celebrate your child's birthday in any other way? 
Yes D GOTOQ20 
No D GOTOQ22 
20. How did you celebrate your child's last birthday? 
party at your home 
party elsewhere 
outing 
other 
Please tick all that apply 
D 
D Please write where 
D Please write where 
D Please write where 
21. How much did this celebration cost you? (estimate if you are not sure). 
vu 
CHRISTMAS 
22. Please write down what if anything you bought this child for Christmas? 
23. How much, if anything, did you spend in total on these presents? 
(estimate if you are not sure) 
24. Was this more, less or about the same that you usually spend on presents for 
your child? 
more 
less 
same 
Please tick one box 
D 
D 
D 
RESPITE CARE 
These next few questions are about your use of respite care. 
25. Has your child used respite care during the last 12 months? 
Yes 
No 
Please tick one box 
D GOTOQ27 
D GOTOQ26 
26. Has your child ever used respite care? 
Yes 
No 
Please tick one box 
D 
D 
when was this: 
GO TO Q31 
V11l 
-:---,....,---(month) (year) 
27. Thinking about the last time your child used respite care, was this 
Please tick one box 
overnight only D 
two to three nights D 
a week D 
more than a week D 
other: please write in D 
how long 
28. Was this respite care provided by: 
Please tick one box 
social services D 
health trust! authority D 
voluntary organisation D 
other - please write in D 
who provided care 
29. Did you or your partner pay for this respite care? 
yes, paid all 
yes, paid for part of care 
no, there was no charge 
no, someone else paid 
Please tick one box 
D 
D 
D 
D please write in who paid for care 
30. How much did you or your partner pay for this respite care? 
IX 
ADAPTATIONS 
These next few questions are about any adaptations you have made to your home. 
31. Have you made any adaptations to your home specifically to meet your child's 
needs? 
Yes 
No 
Please tick one box 
D GOTOQ32 
D GOTOQ37 
32. Have you made adaptations to: 
Please tick ALL that apply 
bathroom D child's bedroom 
kitchen D built an extension 
living area D dOOIways and indoor ramps 
stairs D pathways and outdoor ramps 
other- please D 
write in 
D 
D 
D 
D 
33. What was the total cost of these adaptations (estimate if you are not sure) 
34. Did you receive any help to pay for these adaptations? 
Yes 
No 
Please tick one box 
D GOTOQ35 
D GOTOQ37 
x 
35. Who did you receive help from? 
social services 
health trust! authority 
housing department 
voluntary organisation! charity 
absent parent 
grandparent( s) 
other relative 
friend 
other (please write in who) 
Please tick ALL that apply 
D 
D 
D 
D 
D 
D 
D 
D 
D 
36. How much in total did you/your partner pay for these adaptations? 
CAR OWNERSHIP 
37. Do you own a car? 
Please tick one box 
Yes D GO TO Q38 
No D GOTOQ42 
38. Is your car provided through Motability? 
Please tick one box 
Yes D 
No D 
39. Have you made any adaptations to your car to specifically meet your child's 
needs? 
Please tick one box 
Yes D GO TO Q40 
No D GOTOQ42 
XI 
40. Did you! your partner pay for these adaptations 
Please tick one box 
yes, paid all 
yes, paid for part of them 
no, there was no charge 
no, someone else paid 
D 
D 
D 
D please write in who paid for care 
41. How much did you/your partner pay for these adaptations? 
CHILD'S SAVINGS 
We would like you to answer these few questions about you child's savings. 
42. Does your child save any money or have any money for herlhim? 
Please tick one box 
Yes 
No 
D GOTOQ43 
D GOTOQ45 
43. Where is this money saved? 
Please tick ALL that apply 
a bank 
a building society 
the post office 
a piggy bank at home 
somewhere else 
(please write in where) 
D 
D 
D 
D 
D 
xii 
44. How much does your child have saved at the moment in each of the following: 
(estimate if you are not sure) 
Amount 
the bank 
the building society 
the post office 
the piggy bank at home 
somewhere else 
FINAL SECTION 
45. How many loads of washing have you done this week? 
D number ofloads 
45a. Please estimate how many ofthese were specifically for your child 
D number ofloads 
46. How much have you spent on fuel for heating, cooking and lighting in the last 
quarter (3 months)? 
gas £ __ _ 
electric £ ___ _ 
oil £ ___ _ 
47. Does you child attend any of the following: 
mainstream school 
special school 
D 
D 
Please tick ALL that apply 
mainstream daycare 
specialist daycare 
Thank you for completing this questionnaire. 
xiii 
D 
D 
ANNEXF 
RECRUITMENT QUESTIONNAIRE 
Reference Number 
I I I I I I I 
Recruitment Questionnaire 
I'd just like to ask you a few questions about yourself and your family. 
REASSURE IF NECESSARY 
All your answers will be completely confidential. 
It won't take more than five minutes. 
It will save a lot of time at the group discussion. 
1. First I'd like you to tell me about who lives in your home. 
(INTERVIEWER: Fill in grid for all adults and children living in the home. Please probe 
fully for exact occupation of each working adult and whether they are working full or part-
time.) 
PERSON SEX AGE WORKING 
Full-time Part-time 
1. Respondent 
2. 
3. 
4. 
5. 
6. 
7. 
8. 
9. 
10. 
recruita 
2. Now I would like to ask you some questions about where you live: 
2a. 
2b. 
2c 
2d. 
recruita 
Do you live in a: 
house 
bungalow 
flat 
maisonette 
other - specify 
And is your house: 
detached 
semi -detached 
terraced 
Is your home: 
rented 
owned outright 
owned on a mortgage 
other - specify 
Is it rented from: 
the local council 
a housing association 
a private landlord 
other - specify 
I 
2 
3 
4 
5 
I 
2 
3 
I 
3 
4 
I 
2 
3 
4 
2 
ii 
2e. In your home do you have a: 
TICK ALL THAT APPLY 
living room D 
kitchen D 
bathroom D specify number 
toilet D specify number 
bedroom D specify number 
garage D 
garden D 
3. So there are ...... adults and ...... children living in your home. How much money do you 
think a family of your size needs coming in every week or month to make ends meet? 
4. In total, how much do you think ........ (name of relevant child) costs you each week? 
(PROMPT: taking everything into account - clothes, food, activities, heating and 
electricity, housing, pocket money, holidays and so on) 
5. I'm going to read you a list ofthings which some people have at home. For each, please 
tell me whether you have one or not. 
PLEASE TICK ALL THAT APPLY 
colour television D telephone D 
fridge D dishwasher D 
fridge/freezer D video recorder D 
washing machine D central heating D 
tumble drier D car D 
recruita Hi 
6. Into which of these bands does your household income fall from all sources and after 
paying tax and national insurance but before you have paid anything else out of it. 
(SHOW CARD 1) 
(PROMPT: including any benefits or maintenance which you get). 
yearly or weekly 
A up to £5000 1 A up to £100 1 
B £6000 to £ 10,000 2 B £101 to £200 2 
C £11,000 to £15,000 3 C £201 to £300 3 
D £16,000 to £20,000 4 D £301 to £400 4 
E £21,000 to £25,000 5 E £401 to £500 5 
F £26,000 to £30,000 6 F £501 to £600 6 
G £30,000+ 7 G £600+ 7 
H DK 8 H DK 8 
Refused 9 Refused 9 
7. Does anyone in your household receive (SHOW CARD 1): 
TICK ALL THAT APPLY 
A Child benefit D 
B Unemployment benefit (JSA) D 
C Income Support D 
D One Parent Benefit D 
E Maternity Benefit D 
F Sickness Benefit D 
G Invalid Care Allowance D 
H Severe Disablement Allowance D 
J Disability living allowance D 
K Disability working allowance D 
L Widows benefit D 
M Housing Benefit D 
N Council Tax benefit D 
recruita iv 
p 
Q 
R 
Family Credit 
Retirement Pension 
Other - specify 
D 
D 
D 
8. Do you receive any maintenance payments 
yes 
no 
1 
2 
GOTOQ8a 
GO TO END 
8a. How much is your maintenance payment 
8b. Is that: 
9. Are you: 
per week 
per month 
varies 
refused 
1 
2 
3 
4 
married/living as married 1 
separated/divorced 2 
single/never married 3 
widowed 4 
RESPONDENT NAME: 
(Mr Mrs Ms Miss Other) 
RESPONDENT ADDRESS: ...................................................................................................... . 
MAIN EARNER'S OCCUPATION: .............................................................................. . 
CODE FOR SOCIAL CLASS: 
A 
B 
Cl 
C2 
D 
E 
Age Group 
1 child under 2 years 
2 child 2 to 5 years 
3 child 6 to 10 years 
4 child 11 to 16 
Instrumentation provided: 
A 
Diary and questionnaire 
Clothes booklet 
recruita 
Selected child's position in family Enter sex of child 
B 
Diary and questionnaire 
Possessions booklet 
vi 
ANNEXG 
CHILDREN'S QUESTIONNAIRE 
CHILDREN'S QUESTIONNAIRE 
I would like to start by asking you about money that you have. 
ASK ALL 
1. Do your parents! guardians give you any pocket money or an allowance? 
yes 1 
no 2 
DK 3 
GOTOQ2 
GO TO Q5 
GO TOQ5 
2. Do they give it to you ... ? READ OUT. SINGLE CODE ONLY 
daily 1 
weekly 2 
fortnightly 3 
monthly 4 
from time to time 5 
other (please specify) 6 
3. How much pocket money do you get (TIME PERIOD MENTIONED AT Q2)? 
, 'POUNDS I I PENCE 
4. Do you think that the money you get is ... READ OUT. SINGLE CODE ONLY 
too much 1 GO TO Q5 
too little 2 
about right 3 
DK 4 
GO TO Q5 
GO TOQ6 
GO TO Q6 
5. How much money do you think you should get and how often? 
5a) Amount 
'----_--', POUNDS '---_---'I PENCE 
cbildqa 1 
5b) Frequency: SINGLE CODE 
daily I 
weekly 2 
fortnightly 3 
monthly 4 
other (specity) 5 
ASK ALL; FOR THOSE WHO GET POCKET MONEY AT Ql ASK QUESTION 
INCLUDING WORDS IN BRACKETS; FOR THOSE WHO DO NOT GET POCKET 
MONEY AT Ql ASK QUESTION WITHOUT BRACKETED WORDS. 
6. (IN ADDITION TO YOUR POCKET MONEY), how often do you get any (EXTRA) 
money for sweets or snacks? 
never 1 
daily 2 
between once and twice a week 3 
weekends 4 
from time to time - specity 5 
other - specity 6 
DK 7 
ASK ALL THOSE WHO DO GET MONEY FOR SWEETS ETC. OTHERS GO TO 
Q9 
7. Approximately how much do you get each time? 
INTERVIEWER: IF RESPONDENT SAYS 'IT VARIES', CODE NULL. 
ALLOW DK AND NULL 
Amount POUNDS L..... __ IPENCE 
childq. 
DK 3 
NULLO 
2 
8. Who gives this to you? 
parent in this household 1 
absent parent 2 
grandparent 3 
other relative 4 
friend 5 
other 6 
DK 9 
ASK ALL 
9. Do you think you can afford to buy ..... READ OUT. SINGLE CODE 
none of the things you want 1 
a few of the things you want 2 
most of the things you want 3 
all of the things you want 4 
DK 5 
10. Do you think that your parents can afford to buy ..... READ OUT. SINGLE CODE 
none of the things you want 1 
a few of the things you want 2 
most of the things you want 3 
all of the things you want 4 
DK 5 
cbildqa 3 
I would now like to ask you about things you would like to have. 
ASK ALL 
11. If it was your birthday next week, what would you ask for? 
PROBE FOR UP TO 5 ITEMS, INCLUDING MONEY. 
IF NECESSARY PROMPT: What things would you like to get for your birthday. 
ITEM 
Item 
1 
2 
3 
4 
5 
What would 
it cost 
MONEY 
Amount of 
money 
ASK IF MORE THAN ONE ITEM MENTIONED AT Qll 
12. Which of these would you like most? 
What does slhe want 
it for? 
IF ONLY ONE ITEM MENTIONED AT Qll OR ELSE FOR ITEM MENTIONED 
AT Q12 ASK: 
13. How many of your friends have got (ITEM SPECIFIED AT Qll OR Q12) 
childq. 
none 1 
a few 
a lot 
all 
DK 
2 
3 
4 
5 
4 
14. I'm going to read you some reasons which other children have given us for why they 
want things. Please say whether each one is a reason why you want 
(NAME OF ITEM) 
YES 
I want it because I saw it advertised 1 
I want x to be different from my mends 1 
I want x because I have seen it in the shops 1 
I want x because it looks good 1 
I want x because a lot of my mends have it 1 
I want x because I don't want to be left out 1 
I want x to impress my mends 1 
I want x because I need it 1 
I want x because it will make life easier 1 
15. Who would you ask to give you this? 
OPEN ENDED 
16. Why would you ask (PERSON MENTIONED AT Q15) 
OPEN ENDED 
NO 
2 
2 
2 
2 
2 
2 
2 
2 
2 
DK 
3 
3 
3 
3 
3 
3 
3 
3 
3 
17. Do you think they would give it to you? IF YES: Is that probably or definitely? 
no 1 
maybe 2 
yes - probably 3 
yes - definitely 4 
OK 5 
childqa 5 
ASK THOSE WHO ANSWERED NO AT Q17 
18. Does it matter to you that you will not get it? 
yes I 
no 2 
DK 3 
ASK ALL 
19. Are there many things for you to do in this area? 
none 1 
a few but not a lot 2 specify ________ _ 
quite a lot 3 specify ________ _ 
DK 4 
20. Outside of school, how often do you meet! play with your friends? 
IF VARIES, PROBE FOR USUALLY 
never 1 
daily 2 
between once and twice a week 3 
weekends 4 
less often 5 
21. Do you know roughly how much money your parent(s) have coming in each 
week/month? 
childqa 
yes 
no 
DK 
1 
2 
3 
6 
22. How much money do you think your parent(s) have coming in? 
ALLOW DK: CODE FOR FREQUENCY 
per week 
per month 
1 
2 
per year 3 
DK 4 
23. Do you think your family"" READ OUT 
ALLOWDK 
does not have enough money 1 
has just about enough money 2 
has quite a lot of money 3 
has a lot of money 4 
DK 5 
24. Do you think that your family is: READ OUT: SINGLE CODE 
rich I 
poor 2 
average 3 
DK 4 
25. How often, if ever do your parents talk to you about how much money they have to 
spend? 
ALLOWDK 
never 1 
rarely 2 
sometimes 3 
often 4 
DK 5 
childqa 7 
26. How often, if ever, do you ask your parent(s) for something they say you can't have? 
ALLOWDK 
never I GO TOQ27 
rarely 2 GO TO Q27 
sometimes 3 GOTOQ28 
often 4 GOTOQ28 
DK 5 GO TO Q30 
27. Do you never/ rarely ask you parent(s) for something they say you can't have because 
READ OUT: SINGLE CODE 
ALLOWDK 
you know they will say 'no' so you don't bother to ask I 
you know that they can't afford it 2 
they usually say 'yes' to whatever you ask for 3 
some other reason - specifY 4 
DK 5 
ASK IF SOMETIMES OR OFTEN AT Q26; OTHERS GO TO Q30 
28. What reasons do your parent(s) give for not wanting you to have things? 
childqa 
ALLOWDK 
CODE ALL THAT APPLY: READ OUT 
because it is dangerous/unhealthy for me 
because they can't afford it 
because they disapprove of it 
because they think I don't need it 
because it would be spoiling me 
some other reason - specifY 
8 
D 
D 
D 
D 
D 
D 
ASK IF MORE THAN ONE REASON GIVEN AT Q28 
29. Which reason do they give most often? 
because it is dangerous/unhealthy for me 1 
because they can't afford it 2 
because they disapprove ofit 3 
because they think I don't need it 4 
because it would be spoiling me 5 
other 6 
DK 7 
ASK ALL 
30. How often do you ask for things which your parents say they can't afford? 
ALLOWDK 
never 1 GO TO Q31 
rarely 2 GOTOQ31 
sometimes 3 GO TO Q32 
often 4 GO TOQ32 
DK 5 
ASK IF NEVER! RARELY AT Q30 
31. Why do you never/ rarely ask for things which your parent(s) say they can't afford? 
childqa 
ALLOWDK 
OPEN ENDED 
9 
ASK IF RARELY! SOMETIMES! OFf EN AT Q30 
32. Do you believe your parent(s) when they say they can't afford something you have 
asked for? 
ALLOWDK 
no 1 
maybe! sometimes 2 
yes 3 
DK 4 
33. What do your parent(s) usually say when you ask for something which they say they 
can't afford? 
CODE ALL THAT APPLY 
I never ask D GO TO Q38 
just say they can't afford it D 
explain why they can't afford it D 
say it's too expensive D 
say they do not approve of it D 
say they'll get it for me later D 
say they'll get it for me for birthday or Christmas D 
say I can have it if! put some of my money to it D 
say I can have it if! use my own money D 
say I don't need it D 
say it would be spoiling me D 
tell me to ask someone else for it D 
PROBE: Who - specify 
they give in it and buy it for me D 
it depends on something happening D 
PROBE: What does it depend on - specify 
other - specify D 
childqa 10 
ASK IF REPLY NOT 'I NEVER ASK': OTHERS GO TO Q38 
34. Thinking about the last time you asked your parent(s) for something which they said 
they could not afford, what was it you asked for? 
ALLOWDK 
OPEN ENDED 
ASK IF THEY GIVE AN ANSWER; OTHERS GO TO Q38 
35. How much would it have cost? 
ALLOWDK 
36. When was that? 
ALLOWDK 
today/ yesterday 1 
a week or more recently, but before yesterday 2 
a month ore more recently, but longer than a week ago 3 
3 months or more recently, but longer than a month ago 4 
6 months or more recently, but longer than 3 months ago 5 
a year or more recently, but longer than 6 months ago 6 
more than a year ago 7 
DK 8 
37. What reason did they give on that occasion? 
chitdqa 
ALLOW DK: CODE ALL THAT APPLY 
just said they can't afford it D 
explained why they can't afford it D 
said it was too expensive D 
said they didn't approve of it D 
said they would get it for me later D 
said they would get it for me for birthday or Christmas D 
said I could have it if! put some of my money to it D 
said I could have it if! used my own money D 
11 
ASK ALL 
said I didn't need it 
said it would be spoiling me 
told me to ask someone else for it 
they gave in and bought it for me 
said it depended on something happening 
other - specify 
D 
D 
D 
D 
D 
D 
38. How often do you not ask for things because you think your parents cannot afford it? 
ALLOWDK 
READ OUT never 1 
rarely 2 
sometimes 3 
often 4 
DK 5 
39. What was the last thing that you didn't ask for because you thought your parents could 
not afford it? 
ALLOWDK 
OPEN ENDED 
ASK IF GIVE AN ANSWER: OTHERS GO TO Q41 
40. How much would it have cost? 
ALLOWDK 
childqa 12 
ASK ALL 
41. If you cannot have something, do you ever do any of the following to try and get what 
you want? Do you .... READ OUT 
ALLOWDK 
often sometimes rarely never 
promise to be good 1 2 3 4 
offer to do jobs around the house 1 2 3 4 
have a tantrumllose temper 1 2 3 4 
save up your own money 1 2 3 4 
slam doors 1 2 3 4 
suggest you pay half yourself 1 2 3 4 
steal what you want 1 2 3 4 
ask somebody else for what you want 1 2 3 4 
say you will have it as your Christmas or birthday present 1 2 3 4 
keep pestering your parent( s) 1 2 3 4 
cry 1 2 3 4 
get annoyed 1 2 3 4 
steal money to buy it 1 2 3 4 
ASK ALL 
42. What would you like to do when you leave school? PROBE IF NECESSARY 
OPEN ENDED 
Child's name ......................................................... . 
Age .............. . 
Sex ............................ . 
Group attended ................................................ . 
chiIdqa 13 
ANNEXH 
THE FAMILY FUND TRUST 
ANNEXH THE FAMILY FUND TRUST 
As already stated in Chapter 1, the Family Fund Tmst (FFT) was set up by the Government in 
1973 and is funded entirely by them through the Department of Health. It is now an independent 
trust which distributes approximately £20 million per year in grants to families with severely 
disabled children. 
The FFT was established to help families with modest means, and applies income and savings 
guidelines to applications (cUlTently £ 18,800 per year and £8,000 respectively). In other words, 
they do not apply conventional means tests, rather discretion is exercised within the guidelines. 
The Trust distributes a range of booklets and leaflets to families, local authorities, voluntary 
organisations and professional workers. These booklets and leaflets attempt to explain the role 
of the Trust and the availability of grants ill as straightforward a way as possible. The FFT also 
provides workers, who visit families and assess their needs. 
The FFT.is a much appreciated source of financial help for families which children who are 
I severely disabled. In particular the Trust's financial assistance with holidays and the purchase 
and repair of washing machines was regarded as invaluable. The majority of parents also spoke 
positively about the workers who visited them. 
As with any service the Trust was the subject of some criticism. This centred on a lack of 
knowledge by the parents oflhe role of the Trust. Some parents were unsure whether they could 
get help from the Trust, the regularity with which they could apply, and the basis on which 
decisions were made. This confusion exists despite the leaflets and booklets sent to all parents 
who apply to the FFT. 
Also some parents complained about the random nature in which they fOWld out about the FFT. 
The Trust is obviously dependent on other organisations and individuals passing on information 
about their services to relevant families. The Trust monitors the rate of applications from all 
local authority areas and, where these are low, undertakes targeted promotional canlpaigns. 
A large proportion of parents thought that the FFT was a charity which existed on donations and 
other fund-raising activities. This made some parents reluctant to apply for help, despite the FFT 
repeatedly emphasising in its literature that it is dispensing Govemment money for which 
families have a right to apply. A smal1 number of parents were confused about the basis on 
• which decisions on grants were made. They were unaware that the FFT is not al10wed to provide 
financial help for any item or service which should be provided by a statutory agency. 
For most families the FFT is the only organisation to whichthey can apply for significant sums 
ofllloney which can be made available relatively quickly. As such, it is recognised by parents as 
providing an invaluable service. 
Anyone requiring further infOlmation about the FFT can contact them on 01904 621115. 
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ANNEX I 
THE SAMPLE 
ANNEX I THE SAMPLE 
The project required the participation of a large number of families with disabled children. 
Despite its disadvantages, the Family Fund Trust provides a uniquely large sampling frame, 
and was probably the only source for such numbers in clustered geographical locations. 
Sampling was carned out in three stages and practical considerations dictated the 
geographical areas that were chosen. The first sample for the Orientation Groups was 
selected from families living in Leicestershire. Two areas, Derbyshire and in Birmingham, 
were selected for the Task Groups and the third sample for the Check Back groups was 
selected from families living in Nottinghamshire. 
Stratification and Selection Criteria 
A number of selection criteria were imposed on the sampling frame both for practical reasons 
and to exclude inappropriate families. Since the sampling was based on postcode areas any 
family address without a postcode was excluded. This also served to exclude families who 
had not been in contact with the Family Fund Trust for some years and who might therefore 
be less likely to respond. Families were also excluded from the sampling frame if they had 
previously been invited by the Family Fund Trust to participate in any research or if the 
disabled child was known to have died. Children had to fall within the age range specified 
and so were excluded if they were born before 1980. Children were further excluded ifthey 
did not have either a severe restriction of movement, a severe sensory disability or an 
intermittent or traumatic condition as described earlier. 
In order to achieve representative groups of families the samples were stratified according to 
the age and the gender of the disabled child. Further stratification by other variables such as 
family type, family size, economic position or impairment would have made the sampling 
process too complex and experience suggests that these distributions would probably fall out 
as generally representative of the whole Family Fund Trust database. As far as possible equal 
numbers were drawn from three age groups, 0 to 4 years old, 5 to 10 years old and 11 to 16 
years old and across gender. 
1 
Numbers 
It was estimated that about 250 families in each area should be contacted to achieve sufficient 
numbers for the group work. No reminders were sent to families who did not respond. For 
the first phase the necessary recruitment was only just achieved with a mail out of250 letters. 
For the second phase the sample size was increased to 300 per area but there was still under 
recruitment from the Birmingham area and a further 100 letters were despatched to fill the 
complement required. For the third phase a sample size of 360 provided sufficient positive 
responses. Response to a single letter was not especially high, ranging from 33 per cent in 
Birmingham to 45 per cent in Derbyshire (Table 1), and was considerably less than is usually 
the case for Family Fund Trust families who are invited to participate in research. 
Table 1 Response Rates 
Leicestershire Derbyshire Birmingham Nottinghamshire 
Sample size 250 300 400 360 
Adjusted sample size* 235 273 373 335 
Positive responses 88 122 124 120 
Response rate 37% 45% 33% 36% 
* excludes families who have moved, children who had died and negative responses. 
The Characteristics of the Sample 
Family Fund Trust families are generally more disadvantaged than other families in the 
population and, as such, the Trust provides a sampling frame that is over representative of 
lone parents, families on income support, large families and families who do not own their 
own homes, for example. It is not surprising, therefore, that this is reflected in the samples 
that were drawn. The analysis that follows compares the sample to the overall Family Fund 
Trust to confirm its representativeness. For comparative purposes the same selection criteria 
were imposed on the overall database. Cases were only included for comparison ifthe child 
was born in 1980 or later and had a severe restriction on movement, a severe sensory 
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disability or a traumatic intennittent condition. There were over 80,000 records available as a 
base population with which to compare the aggregate sample. 
Age and Gender 
The samples were all stratified by age and gender as noted above. In order to compare them 
with the Family Fund Trust overall the overall data had to be weighted so that the age 
distribution of the samples was replicated. Although the samples were also stratified equally 
by gender, gender was not been found to be influential and no weighting by gender was 
undertaken. 
Family Type, Family Size and Child Order 
Across the samples 69 per cent of the families were two parent families, 29 per cent were 
headed by a lone mother and one per cent by a lone father. The remaining one per cent were 
described as other, mainly children being brought up by grandparents or other relatives. This 
entirely reflects the overall Family Fund Trust population (Table 2). There were small 
differences across the areas with a bigger proportion oflone parent families in Binningham 
and Nottingham and fewer in Derbyshire. 
Table 2 
Two parents 
Lone mother 
Lone father 
Other 
Base=100% 
Family Type 
Leicester Derbyshire Birmingham Nottingham 
% % % % 
70 
28 
o 
2 
250 
75 
24 
I 
<1 
290 
67 
32 
1 
1 
400 
III 
67 
31 
1 
1 
360 
All 
Sample 
% 
69 
29 
1 
1 
1,300 
FFT 
% 
70 
29 
1 
1 
80,000 
The families in the sample were also of similar size to the base population. Just under a 
quarter ofthe families had only one child, 37 per cent had two children, 24 per cent three 
children and 16 per cent four or more children. This compared with 26 per cent, 38 per cent, 
22 per cent and 15 per cent respectively in the base population (Table 3). Again there is some 
small variation across the areas but the aggregate sample reflects the base population. 
Table 3 Family Size 
One child 
Two children 
Three children 
Four or more 
children 
Base=100% 
Leicester 
% 
29 
36 
21 
14 
246 
Derbyshire Birmingham Nottingham 
% % % 
21 22 25 
42 33 37 
23 27 23 
15 19 15 
286 393 351 
All 
Sample 
% 
24 
37 
24 
16 
1,276 
FFT 
% 
26 
38 
22 
15 
80,000 
Similarly the distribution of the 'child order' of the disabled child in the aggregate sample is 
as close as one might expect to the base population (Table 4), although there were marginally 
more eldest children (19 per cent compared with 16 per cent) and fewer youngest children (42 
per cent compared with 46 per cent). 
IV 
Table 4 
Only child 
Eldest 
Youngest 
Other 
Base=100% 
Child Order of Disabled Child 
Leicester Derbyshire Birmingham 
% % % 
29 
19 
39 
13 
250 
19 
20 
47 
14 
290 
22 
19 
41 
19 
400 
Family Circumstances 
Nottingham 
% 
24 
18 
41 
18 
360 
All 
Sample 
% 
24 
19 
42 
16 
1,300 
FFf 
% 
25 
16 
46 
14 
80,000 
Data available on the Family Fund Trust database allows comparisons ofthe aggregate 
sample and the base population according to housing tenure, employment position of mothers 
and fathers, dependence on income support or family credit and social class. 
Table 5 
Owns 
LA rented 
Private rented 
Housing 
Association 
Other 
Housing Tenure 
Leicester 
% 
Derbyshire Birmingham Nottingham 
% % % 
42 49 31 33 
43 40 51 54 
12 8 11 8 
2 2 4 4 
1 1 3 2 
All 
Sample 
0/0 
38 
48 
10 
3 
2 
FFf 
% 
37 
48 
10 
2 
3 
The aggregate sample reflects the base population in terms of housing tenure, although there 
are wide differences across the areas (Table 5). Owner occupation varied from 31 per cent in 
the Binningham sample, through 33 per cent and 42 per cent in Nottingham and Leicester, to 
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49 per cent in the Derbyshire sample. Nevertheless, on aggregate, 38 per cent were owners 
compared with 37 per cent of the base population. Forty eight per cent of the aggregate 
sample and the base population rented from the local authority and ten per cent of both rented 
privately. 
Table 6 
Full-time 
Part-time 
Not at all 
Base=100% 
Employment Position of Mother 
Leicester 
% 
2 
8 
91 
247 
Derbyshire Birmingham Nottingham 
% % % 
1 
11 
89 
287 
2 
3 
95 
396 
1 
10 
89 
357 
All 
Sample 
% 
FFT 
% 
2 2 
8 9 
91 89 
1,287 80,000 
Very few mothers who have a child registered with Family Fund Trust work outside the home 
and the aggregate sample for this study reflects the base population reasonably well. A 
marginally larger proportion of the aggregate sample did not work outside the home and 
again there were differences across areas with Binningham having the lowest proportion in 
work, five per cent compared with ten or eleven per cent in the other areas (Table 6). 
Table 7 Employment Position of Father (Two Parent Families Only) 
Leicester Derbyshire Birmingham Nottingham All FFT 
% % % % Sample % 
% 
In work 69 68 49 55 59 62 
Unemployed 26 28 43 39 35 32 
Otherwise 5 4 7 7 6 6 
inactive 
Base=100% 175 217 267 240 899 55,500 
VI 
Binningham also had the smallest proportion of fathers in work, 49 per cent compared with 
69 per cent in Leicester and 68 per cent in Derbyshire. The figure for the aggregate sample 
was 59 per cent compared with 62 per cent in the base population (Table 7). Both mothers 
and fathers in the aggregate sample were slightly less likely to be in work compared with the 
base population. 
Table 8 Social Class (Two Parent Families Only) 
Leicester Derbyshire Birmingham Nottingham 
% % % % 
I 1 1 1 1 
Professional 
II 8 11 6 10 
Managerial 
IIIN 10 9 7 10 
Clerical 
IIIM 41 44 39 36 
Skilled manual 
IV 38 26 39 34 
Semi-skilled 
V 3 9 8 9 
Unskilled 
All 
Sample 
% 
1 
9 
9 
40 
34 
8 
FFT 
% 
2 
11 
10 
36 
31 
9 
The comparison by social class is restricted to two parent families because very little data is 
available for lone parent families. In this instance the aggregate sample does not vary 
significantly across areas but is somewhat different from the base population (Table 8). The 
sample has fewer families classified as professional, managerial or clerical and more families 
classified as manual workers. This could reflect the employment profiles of the areas chosen 
for the study. 
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Table 9 
Yes 
No 
Base=100% 
Receipt of Income Support* 
Leicester Derbyshire Birmingham Nottingham 
% % % % 
56 
44 
157 
48 
53 
160 
64 
36 
227 
63 
37 
203 
* Data only available for the most recent cases 
All 
Sample 
% 
58 
42 
747 
FFI' 
% 
58 
42 
42,000 
More than half of the families on the Family Fund Trust register are dependent on income 
support. The aggregate sample entirely reflects the base population at 58 per cent but again 
with significant variation across the sample areas from 48 per cent in Derbyshire to 64 per 
cent in Birmingham (Table 9). 
Very few families are in receipt in family credit, six per cent in the base population and seven 
per cent in the aggregate sample. 
Disability Types 
A very large number of different conditions are represented on the Family Fund Trust register 
and it is easier to assess children according to the functional disabilities that result. The 
database contains information on eleven functional areas which, for the purpose of this study, 
were grouped together into: 
• restriction on movement (upper and lower limbs); 
• sensory impairment (sight, speech and vocal ability and hearing); 
• continence; 
• mental and behavioural; and 
• traumatic intermittent conditions (recent fits, recent pain and medical crises). 
Vlll 
Children were only included in the sampling if they had a severe restriction of movement, a 
severe sensory impairment or suffered traumatic intermittent episodes. Table 10 compares 
the five functional groups across the sample areas and between the aggregate sample and the 
base population. Because ofthe selection criteria for the study rather more of the sample had 
a severe restriction of movement (64 per cent), a severe sensory disability (74 per cent) or 
suffered traumatic intermittent episodes (64 per cent) than had severe incontinence (46 per 
cent) or severe mental or behavioural problems (35 per cent). These proportions did not 
entirely reflect the base population but were relatively close. Rather more ofthe base 
population had a severe restriction on movement or suffered traumatic intermittent episodes. 
Table 10 Functional Disabilities 
Leicester Derbyshire Birmingham Nottingham All Sample FFT 
% % % % % % 
Restriction on movement 
No 15 18 20 21 19 15 
Some 20 16 15 19 17 17 
Severe 65 66 65 61 64 68 
Sensory disability 
No 20 24 20 18 20 21 
Some 3 5 9 6 6 4 
Severe 76 71 72 77 74 75 
Continence 
No 9 15 11 12 12 14 
Some 45 38 43 43 42 39 
Severe 46 48 46 45 46 47 
Mental and behavioural 
No 50 54 54 59 55 56 
Some 12 5 12 11 10 10 
Severe 38 41 34 30 35 34 
Traumatic intermittent conditions 
No 27 47 36 33 36 32 
Yes 73 53 64 67 64 68 
Base=100% 250 290 400 360 1,300 80,000 
IX 
Whether known to the social services and whether help given by the Family Fund Trust. 
Finally we can compare the samples with the base population according to whether the family 
were known to the local authority social service are and whether they had received help from 
the Family Fund Trust. 
Whether or not a family was known to the local authority social services before the Family 
Fund Trust application provides a tentative indicator oflocally provided assistance and 
information. A surprisingly high proportion of families in the base population, 30 per cent, 
reported that they were not known to the social services. The aggregate sample were even 
less known to social services, 36 per cent, varying from 43 per cent in Birmingham to 24 per 
cent in Derbyshire (Table 11). 
Table 11 
Yes 
No 
Base=100% 
Known to Social Services 
Leicester Derbyshire Birmingham Nottingham 
% % % % 
67 
33 
238 
76 
24 
287 
57 
43 
389 
61 
39 
356 
All 
Sample 
% 
64 
36 
1,270 
FFT 
0/0 
70 
30 
80,000 
Sixteen per cent of the base population had not received a grant from the Trust perhaps 
because the child had not been assessed as severely disabled or because the family had fallen 
outside the economic guidelines. This was a larger proportion than in the aggregate sample 
or any of the areas (Table 12). It might reflect the economic profiles of the areas chosen for 
the study. 
x 
Table 12 
Yes 
No- not very 
severe 
No - other 
reason 
Base=100% 
Summary 
Receipt of Help from the Family Fund Trust 
Leicester Derbyshire Birmingham Nottingham 
% % % % 
90 
8 
2 
250 
89 
8 
3 
290 
87 
10 
1 
400 
86 
11 
3 
360 
All 
Sample 
0/0 
88 
10 
2 
1,300 
FFT 
% 
84 
12 
4 
80,000 
The sample for this study were drawn from four areas in the Midlands and it was hoped that 
the aggregate sample would be representative of the overall Family Fund Trust. The 
comparative analysis has shown that this is by and large the case although, on some of the 
measures that are available, the aggregate sample appears to contain rather more 
disadvantaged families than the base population. Marginally more parents in the sample were 
not working and the social class distribution was more heavily skewed towards manual 
occupations. Fewer families were known to their local social services but rather more had 
been helped by the Family Fund Trust. 
Variations across the four areas were more striking than differences between the aggregate 
sample and the base population with the families in Birmingham being the most 
disadvantages and the families in Derbyshire the least disadvantaged. 
On the measures we have available, the aggregate sample appears to contain rather more 
disadvantaged families than the base population. 
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